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MANAGED CARE FOR CHILDREN AND ADULTS WITH
DiIsABILITIES: A STEP IN WHICH DIRECTION?

Brian Burwell and Sandra Tanenbaum

Introduction

Managed care financing and delivery models have considerable potential for improving the value and
quality of health care and supportive services provided to children and adults with disabilities. Managed
care models that encourage flexibility in benefit coverage and which coordinate care across the full
spectrum of the insurance benefit package are features that are particularly attractive to persons with
disabilities. Atthe same time, however, managed care incentives to eliminate “inappropriate care” or care
that is not “medically necessary” are of great concern to people with disabilities whose experience in
obtaining access to needed health care services in the fee-for-service system is already problematic.

Both positive and negative effects of managed care for persons with disabilities are similarly
reflected in the limited empirical research that has been conducted to date on the impacts of managed care
on disabled populations. Some studies point to improvements in outcomes, while others have found
significant reductions in service levels under managed care incentives. In brief, the jury is still out on how
managed care models effect the health care status of persons with disabilities, and the challenge to the
health care services research community is to monitor the enrollment of persons with disabilities into
managed care systems closely, and to identify those factors which contribute to improved and worsened
outcomes for these vulnerable populations.

Children and Adults with Disabilities: Who Are They?

Part of the challenge in assessing the impact of managed care on persons with disabilities is that
the population of children and adults with disabling conditions is extremely diverse, with broad-ranging
differences in both types and levels of impairment. At the same time, managed care models are evolving
into a variety of permutations that make the generalizability of managed care impact studies increasingly
hazardous. In conceptualizing a research agenda for examining managed care impacts, it is critical that
we begin with a fundamental understanding of the defined populations, and how the structure and incentives
of managed care models may impact access, cost and quality outcomes for persons with severe and
chronic disabling conditions.

Children with Disabilities

National survey data indicate that approximately one in ten children have a “severe chronic illness”
(Neff and Anderson, 1995). This estimate obscures dramatic diversity in the characteristics of children with
disabling conditions--many children with disabilities have conditions which do not result in health care use
or costs significantly higher than the population of children without disabilities, while a significant minority of
children with disabilities have severe and multiple conditions that require continuous and expert medical
attention. Health care and supportive services for the population of children with special health care needs
are also fragmented across a variety of financing and service settings that renders the transition from a fee-
for-service framework to a managed care framework operationally cumbersome.

Importantly, within the population of children with high health care needs, there is a subset of

children with extremely severe medical conditions that require continuous and highly specialized care. For
example, within the target population of SSI children receiving services under the District of Columbia’s
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Managed Care System for Disabled and Special Needs Children Demonstration, a Medicaid Section 1115
waiver program, children with Medicaid expenditures of over $50,000 per year constituted less than three
percent of all SSI children in the District in the year prior to implementation of the demonstration program,
yet they accounted for about 54 percent of all Medicaid spending for SSI children (Blanchon, 1996).

Childhood disability differs from disability in adulthood in that the nature and extent of the disability
frequently changes during the developmental process. Many children experience improvements in
functioning as they develop, and the disability may become less limiting with time. Other children with
extremely severe medical conditions do not survive childhood at all. Moreover, the health care needs of
children with disabilities is confounded over time by the interaction of the disability with the child’s normal
development, such as the onset of puberty. Consequently, access to appropriate pediatric and adolescent
specialists may change frequently during the developmental process.

In regard to accessing health care, parents obviously take an active role in negotiating the health
care system for their children. In brief, many parents take on the “coordination of care” role that is generally
lacking in the fee-for-service system. Consequently, their interactions with the care coordination function of
a managed care system may require a new accommodation of respective roles in managing the care of the
disabled child. Managed care organizations are generally not used to the level of advocacy and health care
system knowledge exhibited by parents of children with disabilities, and may not know how to positively
incorporate that energy and knowledge into their internal care coordination systems.

A common concern of parents is the ability to maintain relationships with pediatric specialists,
many of which have developed over the lifetime of the child, once the child is enrolled into a managed care
plan. Consequently, in some Medicaid managed care initiatives, states require participating plans to
continue to pay for ongoing physician-patient relationships, even if the specialty physician is not otherwise
enrolled in the plan. This issue is of obvious concern to plans who feel that they are being paid to manage
the care of the enrollee, but may not be given all the requisite tools to do so.

Children with disabilities differ from adults with disabilities in one other important respect--children
are more likely to receive their health care through a fragmented financing system. Expansions in SSI and
Medicaid eligibility for children with disabilities in recent years has meant that there are a growing number
of children who have both private health care insurance and Medicaid coverage. Since the Medicaid benefit
package is more comprehensive than private health insurance coverage, children and families often use
their Medicaid coverage to finance services that are supplemental to their private insurance benefits,
particularly home and community-based services and extended therapies. In addition, under the Individuals
with Disabilities Education Act, local school systems are required to provide children with disabilities with
educationally related services that often extend into the health care arena, particularly in the case of
children with severe medical conditions. Lastly, under the Title V Program for Children with Special Health
Care Needs, many states provide direct care services to children with disabilities on a categorical basis,
not as part of the child’s health insurance benefit. Since the implementation of managed care systems
generally occurs within payers, not across payers, these multiple financing streams for children with
disabilities create special challenges for the managed care marketplace.

Adults with Mental lliness and Substance Abuse Problems

Purchasers of health care services in both the private and public sectors have targeted services to
persons with mental illness as prime candidates for managed care financing and delivery initiatives. In the
private sector, many large companies have “carved-out” mental health and substance abuse benefits from
their mainstream health care benefit programs, and have contracted with specialized vendors to administer
these benefits. In the public sector as well, state Medicaid programs are building upon the infrastructure
that has developed in managed behavioral health care to similarly “carve-out” at least a subset of mental
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health and substance abuse-related services covered under their own benefit packages to companies that
specialize in the management of these services. On the research side, there is a larger body of research
available on the impacts of managed mental health care than on how managed care impacts other services
and/or populations.

While there has been significant penetration of managed care systems in the mental
health/substance abuse market, it is important to recognize the differences in private and public markets as
they relate to persons with mental health and substance abuse problems. In the private sector, purchasers
finance mental health and substance abuse care for their employees, retirees and dependents. This
population of workers and dependents is predominantly middle class and employed, with the concomitant
array of mental health conditions that are most prevalent in this socio-demographic group. Depression and
substance abuse disorders are diagnoses of high concern to private purchasers of health care, and the
health care benefit programs of employers are structured to maximize value in the early identification and
treatment of these conditions, with the objective of sustaining the productivity of their workforces.

In regard to coverage of mental health and substance abuse services for the dependents of
employees, the goals are to provide coverage that is sufficiently attractive to recruit and retain a quality
workforce (i.e. remaining competitive in the market for qualified workers) while limiting corporate
expenditures for mental health and substance abuse care. Coverage of mental health and substance abuse
care for adolescents with mental health conditions is often a major benefit issue for employers, since this
population includes a subset of persons who account for a high percentage of total expenditures for these
services.

In the public sector, the primary population of interest is persons with severe and persistent mental
illnesses, particularly persons with disabilities associated with schizophrenia-related disorders.
Approximately 30 percent of all adults under the age of 65 receiving SSI benefits, or about 1.5 million
persons, qualified for SSI benefits on the basis of a mental disorder other than mental retardation (SSA,
1996). In addition, about 1 million persons with mental disorders received SSDI benefits, and are therefore
insured under the Medicare program. As opposed to individuals receiving SSI benefits, persons receiving
SSDI benefits have had a sufficient work history to obtain insured status under the Social Security disability
system. On the whole, it is therefore reasonable to assume that SSDI beneficiaries have somewhat higher
levels of functioning than persons receiving SSI.

Persons with severe and persistent mental illness have a broad range of medical, therapeutic, and
supportive care needs, and a key issue in the application of managed care models to this population is
what part of the care spectrum should be “managed.” Although a number of state Medicaid programs have
implemented mental health “carve-out” programs, it is important to recognize that states generally have only
“carved-out” acute mental health services under these programs--inpatient care and outpatient follow-up
care. Long-term supportive services, such as residential care programs, vocational training, day program
services, and intensive case management services, have generally been excluded from the managed care
contracts with carve-out vendors. Basic health care services are also usually provided by mainstream plans
or the fee-for-service system.

The characteristics of persons with severe and persistent mental illness and their health and
supportive service needs forcefully underscore the challenges of applying managed care models to the
financing and delivery of services to this population. As a consequence, we are seeing a variety of
managed care models emerging. Conceptually, one relatively simplistic way of classifying the service
needs of this population is in three broad categories: (1) basic health care needs; (2) mental health-related
services needed to deal with acute episodes of mental illness (short-term hospitalization, crisis intervention
services); and (3) long-term supportive services intended to maintain individuals in independent or semi-
independent community care settings.
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As discussed above, most managed care initiatives for persons with severe and persistent mental
illness have focused only on the management of one part of the total service continuum, i.e. the
management of short-term hospitalizations and outpatient services. Basic health care services and long-
term supportive services have, with few exceptions, not been made part of state managed care initiatives,
as yet. A major reason for this segmentation of the total benefit package is related to infrastructure issues-
-states are building upon the infrastructure of managed behavioral health care vendors that have developed
from demand created in the commercial marketplace. Another reason for this segmentation relates to the
fragmentation of payments sources; Medicaid is generally the primary payer for acute mental health
services for this population, while state Departments of Mental Health remain the primary payer for longer-
term supportive services.

The limited scope of managed care initiatives for persons with severe and persistent mental illness
has created “boundary” issues that affect the operationalization of these programs in critical ways, as well
as how this population receives services. One fundamental issue is the boundary between mental health
care and basic health care. Does it make sense for persons with severe mental illness to receive their
primary health care through one system but have their “mental health” services managed by a separate
system? If so, how is medication management coordinated across these dual systems? One major
rationale for managed care is to coordinate care across a comprehensive benefit package for an enrolled
population, and managed care initiatives which simply mirror the fragmentation of service delivery existent in
the fee-for-service system are likely to fall short of this goal.

On the other hand, some state Medicaid programs have “carved-out” mental health services from
managed care contracts for basic health care as a means to protect the population from the financial
incentives of managed care to reduce services that may not be considered “medically necessary.” There is
considerable controversy in the commercial insurance market about the “savings” that have been achieved
for health care purchasers by behavioral managed care vendors, and whether these savings are affecting
mental health outcomes. Thus, in the public sector, mental health carve-outs have been used as a policy
tool to protect mental health benefits from the incentives of managed care plans, most of whom have little
experience in providing services to persons with severe and persistent mental illness. However, another
factor in states’ decisions to carve out mental health benefits has been advocacy by the specialized
provider systems that serve this population to protect their market share.

Another boundary issue in designing managed care systems for persons with severe and persistent
mental illness is whether to combine substance abuse programs with mental health services into an
integrated managed care system. Although programmatically, there are strong reasons for bundling mental
health and substance abuse benefits for this population in an integrated system, infrastructure issues and
provider concerns often act to keep these services unbundled.

A final issue regarding the application of managed care models to persons with severe and
persistent mental illness concerns the measurement of plan performance. What measures should
purchasers (public or private) use to assess whether plans are doing a “good job?” Persons who support
individuals with severe mental iliness know that interventions of the highest quality can still lead to
undesired outcomes in some individuals, while in other cases, people with mental illness somehow seem to
get better or do okay despite inferior care or the absence of care. The relationship between good care and
positive outcomes in this population is not straightforward, and the assessment of performance probably
needs to measure average outcomes over sufficiently large samples of individuals, wherein the
differentiation between inferior and superior care can be more reliability discerned.

Adults with Physical Disabilities and Persons with AIDS
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The population of persons with severe and chronic physical disabilities, including persons with
multiple sclerosis, cerebral palsy, muscular dystrophy, quadriplegia, and other conditions, encompasses a
very broad range of disabilities and impairment levels. Persons with severe physical disabilities are often
not well served by the fee-for-service health care system, and many experience the frustration of referrals to
multiple specialists without any single physician taking overall responsibility for the oversight of their health
care. If the care coordination functions of managed care models truly take hold, then managed care holds
some promise for improving access and quality for persons with severe physical disabilities.

However, as with other disabled populations, many people with severe physical disabilities are
skeptical that managed care organizations will provide them with access to comprehensive and coordinated
medical care. Many worry that managed care organizations will be stringent in the allocation of resources
in meeting their medical needs and will perceive them as “undesirable” enrollees, particularly if the cost of
their care exceeds the average premium paid by their sponsor, be it an employer, Medicare, or Medicaid.
For persons who require highly specialized care, many worry whether managed care plans will deny access
to the most qualified specialists, and/or specialists with whom they have developed long-standing
relationships.

On the purchaser side, private employers generally place little emphasis on ensuring that covered
individuals with severe disabilities are adequately served in the managed care system. The disability
programs of employers generally focus on short-term disability issues; the integrated management of their
health insurance, workmen’s compensation, and disability insurance programs; and rehabilitation initiatives
which assist injured workers’ to return to work as quickly as possible. The quality of health care provided to
persons with severe and chronic conditions is generally not an issue of high concern to most private
employers. Furthermore, the assessment of the performance of managed care plans by employers has
largely focused on measures that are pertinent to large segments of their covered populations (e.g. prenatal
care, immunizations, etc.) rather than on how plans treat individuals with rare conditions.

For persons with severe disabilities who do not have private insurance and are covered by Medicaid,
it appears that mandatory enrollment in some kind of managed care system is increasingly inevitable. With
completion of the enrollment of non-disabled Medicaid populations into managed care, states are now
focusing their attention on the more difficult challenge of enrolling SSI recipients into managed care
(Checkett, 1996). And unlike persons with severe mental illness, mental retardation and/or developmental
disabilities, persons with severe physical disabilities generally do not have specific “sponsors” or “programs
within state government whose responsibility it is to look out for their welfare. Just as the needs of persons
with physical disabilities often fall through the cracks in the current Medicaid system, there is equal danger
that the needs of this population will be largely ignored in the headlong rush to achieve Medicaid savings
through managed care approaches.

In contrast, persons with AIDS are receiving special attention in the development of Medicaid
managed care models. Led by the model developed by the Community Medical Alliance in Boston, the
concept of “specialized health plans” (SHPs) which target a single population type, is now being replicated
in other states such as Maryland and New York. Specialized health plans are generally perceived as
voluntary alternatives to mainstream managed care plans, rather than mandatory alternatives that persons
with certain conditions would be required to enroll in. The development of specialized plans is not totally
attributable to demand side factors. Another factor is that specialized provider networks with experience in
providing health care services to specific populations want to be able to preserve their “product line” without
having to diversify into being mainstream health plans.

The Community Medical Alliance model for managing the care of persons with AIDS places strong

emphasis on the substitution of non-institutional care arrangements for institutional care, particularly during
the terminal phases of the illness. The recruitment and training of medical care professionals that are
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committed to the treatment philosophy and culture of the Community Medical Alliance is another key
component of the model.

Areas of Commonality Across Populations

Although children with severe disabilities, persons with severe and persistent mental illness, and
adults with physical disabilities possess diverse characteristics that raise unique issues in the application
of managed care models, there are some common characteristics shared by all of these populations. First,
persons with severe disabilities of all types require access to specialty services that may be limited under
managed care approaches. Closed panel plans may have few or no physicians with expertise in the care of
conditions with low prevalence rates in the general population. Point-of-Service plans may allow enrollees
to seek care outside of their networks, but at a higher cost to enrollees, who may have limited financial
resources to utilize out-of-network providers.

Second, the health care costs of disabled populations are more predictable than the health care
costs of non-disabled populations. Not only are they more predictable at the population level, but also, in
many cases, at the individual level. This creates opportunities for health plans to maximize profitability by
adopting business strategies to limit the enrollment (or increase disenrollment) of individuals whose health
care costs are predictably above the payment rate made to the plan. Risk adjustment strategies which pay
plans fairly for the expected costs of persons with disabilities, yet which still reward plans for efficient care,
are critical to the application of managed care models to these populations, as well as to ensuring that
persons with disabilities are provided quality care by the plans in which they are enrolled (Kronick et al,
1996). However, alternative mechanisms, other than risk adjusted capitated rates, for financially rewarding
plans which enroll higher-cost individuals and providing quality services, also need to be explored. Risk-
adjusted capitation may prove not to be the best solution to addressing these incentive issues, particularly
given the technical and operational challenges of measuring risk and adjusting payments appropriately.

Third, the development of performance measures, which reliably assess the relative performance of
plans in providing medical and supportive care to persons with disabilities of all types, is an area that
requires extensive work and development. Workable approaches to eliciting the perspective of consumers,
many of whom may have disabilities which impede traditional survey methods, is a key issue in the
development of such measures.

Fourth, it is frequently the case that people with disabilities are receiving services from multiple
payment sources and programs concurrently. The development of managed care models for these
populations must respond to a set of needs that are broader than the financing and delivery of medical care.
If care for these populations is to be truly integrated, then models need to be developed which consolidate
the financing and delivery of health care services, rehabilitative services, long term care services, family
supports, respite care, occupational supports, and personal counseling within integrated organizational
structures. It may not be necessary for a single organization to possess all of these capabilities, but a
managed care approach to these populations must include mechanisms for effectively coordinating the full
array of medical and related services that are needed to help persons with disabilities maintain the highest
level of independence possible.

What Does the Research Tell Us About the Impacts of Managed Care?

Empirical research which directly measures the health outcomes of persons with disabilities in fee-
for-service versus managed care settings is extremely limited, and the research which has been conducted
does not paint a consistent picture of the impacts of managed care. Research on the impacts of targeted
managed care initiatives seems to paint a more positive picture, while general population studies of
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managed care impacts are more pessimistic. Also, considerably more research has been conducted of the
impact of managed care on mental health populations than on populations with other types of disabilities.

Master et al (1996) describe improved outcomes among persons with severe disability and AIDS in
a targeted Medicaid managed care program in Massachusetts. Positive outcomes included increased
patient satisfaction, reduced inpatient hospital days, and improved decubitus ulcers and PCP. The study
suggests that managed care can improve care for persons with severe disability through the use of
innovative providers providing care in innovative settings, relative to the fee-for-service system. The results
of this research may be questioned, however, given that the researchers also represent the senior
management team of the managed care organization being studied. Similarly, Meyers et al (1987) found
improved outcomes from managed care in a population of severely disabled adults in an independent living
center, largely associated with increased resource allocation to care provided in the individual's home and
centered around the person’s individualized needs.

In an 11-year longitudinal study of persons with rheumatoid arthritis receiving care in fee-for-service
settings versus prepaid group practice, Yelin et al (1996) found no evidence of differences in either the
qguantity of health care provided or in health care outcomes on either an annual or long-term basis across
the systems of care.

Studies of populations in mainstream managed care plans seem less positive. An analysis of data
from the Medical Outcomes Study (Ware et al, 1996) found that while health outcomes for the average
patient did not differ between fee-for-service and managed care settings, health outcomes were decidedly
poorer for patients who reported ill health at baseline. The study suggests that while managed care plans
do quite well in maintaining the health of healthy patients, relative to fee-for-service, that people with higher
medical needs fare less well in managed care, due to financial incentives among plans to reduce the level of
resources applied to medical interventions. The findings of the Medical Outcomes Study support similar
findings by the same research team ten years previously (Ware et al, 1986). Although the population of
interest in the Ware study encompassed “chronically ill” persons, not persons with severe disabilities, it is
reasonable to generalize the study findings to all populations with higher-than-average medical care needs.
In another study of data from the Medical Outcomes Study, Safran et al (1992) found notable differences in
dimensions of primary care provided to persons with chronic illness across fee-for-service plans, IPA-model
plans, and traditional HMOs, but did not specifically associate these differing primary care paradigms with
patient outcomes.

Research on the impacts of mental health managed care models is decidedly richer. The Medical
Outcomes Study reported above found superior mental health outcomes in managed care for nonpoverty
populations, but inferior outcomes in the poverty group (Ware et al, 1996). Wells et al (1990) found that one
managed care network provided less intensive mental health services to their covered population but a
higher quantity of services. Lurie et al (1992) found few differences in mental health outcomes among
patients served in managed care versus fee-for-service with one exception--persons with schizophrenia
showed superior outcomes in a fee-for-service setting. And in a study focusing on a population of persons
with depression, Rogers et al (1993) reported that depressed patients declined, on average, in managed
care settings, declines that were likely attributable to a drop-off in the prescription of anti-depressant drugs.

Other studies have reported more positive impacts of mental health managed care initiatives.
Superior mental health outcomes under managed care, as well as reduced financial impacts on patients,
were reported by Babigan et al (1992). Shern et al (1995) also reported greater reductions in problems,
fewer unmet needs, and higher adherence to clinical protocols, among mental health clients in a managed
care demonstration than in a comparison fee-for-service population.
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A few studies have evaluated the impacts of mental health carve-out programs for Medicaid
populations, and thus far, have generally reported favorable outcomes. Callahan et al (1995) conducted an
evaluation of a Medicaid mental health carve-out in Massachusetts and reported that the carve-out vendor
was successful in substantially lowering Medicaid costs for acute mental health services without any overall
reduction in quality or access. Christianson et al (1995) also reported significant reductions in Medicaid
expenditures for mental health services in the first year of a carve-out initiative, primarily due to reductions
in inpatient admissions for mental health treatment, although mental health outcomes were not measured.

Studies that assess the impact of managed care on children with disabilities are very few, although
a number of researchers have published on the potential dangers of managed care systems on children with
disabilities. Fox et al (1993) reported findings from a survey of parents of children with disabilities, with
mixed results. Parents were pleased with the reduced out-of-pocket costs associated with managed care
systems, and with improved access to medical services, but at the same time reported increased difficulty
obtaining access to specialty services and mental health care. The focus of managed care plans on
requiring specialty care interventions to demonstrate rapid improvement was cited as a significant concern,
and a barrier to care continuity.

Discussion: Is Managed Care for Children and Adults with Disabilities a Step Forward or a Step Backward?

Research on the impacts of managed care on children and adults with disabilities is decidedly
mixed. The limited body of research published to date seems to suggest that the incentives of capitated
financing mechanisms are not, in and of themselves, the primary determinants of outcomes. Rather, the
research suggests that operational variables, i.e. how managed care models are applied, are equally
important, if not more important, in determining how people with disabilities fare in the managed care world.
Of particular interest is the nature of the managed care entity with whom the purchaser has contracted to
provide care. Managed care organizations with missions to serve persons with disabilities, and
organizations who provide specialized services, appear to achieve better outcomes for persons with
disabilities than do mainstream plans which have no special focus on the needs of disabled populations.

As managed care models continue to evolve, and as purchasers increasingly pursue innovative
managed care purchasing strategies, it will be increasingly important for researchers to help sort out which
managed care models are associated with improved outcomes and reduced costs versus those managed
care models which achieve reductions in health care costs only to the detriment of the populations they are
intended to serve.
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IMPACT OF MANAGED CARE ON CHILDREN WITH DISABILITIES
REACTOR BIOGRAPHIES

Ruth E.K. Stein, M.D.

Ruth Stein is Professor and Vice Chairman of the Department of Pediatrics and Director of General
Pediatrics at Albert Einstein College of Medicine. She is also Pediatrician-in-Chief at Jacobi Medical
Center. She has been involved in developing models of care for children with special health care needs for
many years. Her research is on chronic physical disorders in childhood and their psychological and social
consequences. From 1983 to 1995, she was also the Principal Investigator of the Preventive Intervention
Research Center for Child Health at the Albert Einstein College of Medicine/Montefiore Medical Center.
She recently spent a sabbatical at the United Hospital Fund examining issues for the pediatric population
under managed care.

Nancy R. Thaler

Nancy Thaler has been Deputy Secretary for Mental Retardation in the Pennsylvania Department of Public
Welfare since 1992. She served as the Director, Bureau of Community Programs, for six years prior to
being appointed Deputy Secretary. Before her career in State government, she worked for 16 years in a
large nonprofit agency in southeastern Pennsylvania, Ken-Crest Services. While with that agency, she
served eight years as a direct care worker, including four years as a houseparent and another eight years in
administrative positions.

As Deputy Secretary for Mental Retardation, Ms. Thaler is responsible for the State’s services to people
with mental retardation. These services affect 3,240 people in State institutions, and 63,000 people in the
community.
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EVALUATION OF THE DISTRICT OF COLUMBIA’S DEMONSTRATION
PROGRAM: MANAGED CARE SYSTEM FOR DISABLED AND
SPECIAL NEEDS CHILDREN

Carol Irvin, Ph.D.

As a Health Economist at Abt Associates, Inc., Carol Irvin has conducted numerous studies on the use,
costs, and outcomes of health care services provided under managed care and fee-for-service
arrangements. In current work she is analyzing enrollment patterns among applicants to the Program for
All-Inclusive Care for the Elderly (PACE)--a capitated day health center program for frail elders. Dr. Irvin is
also currently involved in analyzing the impacts of a new pharmaceutical product on the use and costs of
health care services and labor market participation among individuals with chronic progressive multiple
sclerosis. In earlier work funded by the Health Care Financing Administration, she has done comparisons
of care and customer satisfaction of families in Florida, Michigan, and Maine enrolled in Medicaid managed
care and fee-for-service providers. She has also analyzed the impact on health care use and economic
outcomes of a national capitation demonstration project among mine workers--a high risk industry
population.

Dr. Irvin has also been actively researching health care issues pertaining to the maternal and child
populations. Research in this area include assessing Missouri’'s 1988 Medicaid expansion and its impacts
on enrollment patterns of pregnant women and infants, prenatal care, birth outcomes, and infant health
care. Related work includes on-going analysis of the Community Integrated Service Systems (CISS)
serving women and children and a series of analyses of the Special Supplemental Food Program for
Women, Infants, and Children (WIC) program.

THE DEMONSTRATION

. Eligible Population

. Plan Structure

. Provider Network

. Benefit Plan

ENROLLMENT

. Enrollment Procedures

. Challenges to the Enrollment Process
. Current Enroliment Experience

COMPONENTS OF THE EVALUATION

. Analyses of Enrollment
. Implementation of the Demonstration
. Outcome Analyses
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DATA TO BE COLLECTED

. Secondary Data Sources
. MMIS
S Plan encounter data
S SSi eligibility data
. Primary Data
S Key informant interviews
S Focus groups
S Client survey
S Medical record review

PRIMARY RESEARCH QUESTIONS

. Analyses of Enrollment
S Which children enroll?
S Which children are long-term enrollees?
. Implementation of the Demonstration
S What can other states and managed care plans learn?
. Outcomes Analyses
S What are the experiences of the District, the managed care plan, the providers, and the

children and their families under this type of health care system?

Tab 6 - Page 15



FAMILIES’ OUT-OF-POCKET EXPENSES WHEN CARING FOR CHILDREN
WITH SPECIAL NEEDS: A PRELIMINARY REPORT COMPARING
CHILDREN IN MEDICAID AND A COMMERCIAL PRODUCT LINE

Elizabeth A. Shenkman, Ph.D.

Elizabeth Shenkman is the Coordinator of Research and Program Evaluation at the Institute for Child
Health Policy of the State University System of Florida, and an Assistant Professor of Pediatrics at the
University of Florida. Dr. Shenkman is the Principal Investigator on the following research projects:
Contractual Arrangements with Physicians: Implications for Pediatric Health Care, funded by the Robert
Wood Johnson Foundation; Managed Care: Implications for Families’ Out-of-Pocket Expenses When
Caring for Children with Special Health Care Needs, funded by the Department of Health and Human
Services, Assistant Secretary for Planning and Evaluation, Office of Health Policy; and the School
Enroliment-Based Health Insurance (SEBHI) Program Evaluation, funded by the Florida Healthy Kids
Corporation. In addition, she is the Co-Principal Investigator for the following project: Children with Special
Health Care Needs Within Managed Care: the Department of Empirically-Based Models, funded by the
Department of Health and Human Services, Maternal and Child Health Bureau.

BACKGROUND

. Concerns about children with special needs in managed care environments

. Limited data from managed care organizations about enrollees

. Strong financial burdens in fee-for-service system

. Will these burdens be greater in managed care?

PURPOSE

. Present preliminary information about families’ out-of-pocket expenses when caring for children with

special needs

. Two groups of children
S Commercially-insured through a special program
S Medicaid fee-for-service or primary care case management
. Continuing to collect data for both of these groups
THE THIRD PARTY PAYERS
. Commercial Product Line
S Insured through a special program providing subsidized premiums
S About 30,000 enrollees
S Comprehensive benefit package
S Private not-for-profit corporation negotiates contracts with health maintenance

organizations
Health maintenance organizations bear risk and maintain the provider network
S Currently four participating

w
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S Primary care provider serving as gatekeepers

S Program enrollment is voluntary
. Medicaid Product Line
S About 49% of the children are enrolled in primary care case management
S Comprehensive benefit package
S Children covered varies according to Federal Poverty Level
S Medically Need Program available

THE BENEFIT PACKAGE

. Well child care visits and immunizations
. Primary and specialty physician office visits
. In-patient hospital care

. Surgical procedures

. Emergency services and transportation
. Prescriptions

. Vision screening and glasses

. Hearing screening and hearing aids

. Physical, occupational, speech therapy
. Mental health services

HOW WERE THE CHILDREN SELECTED?

. Identified initially from claims data from participating health maintenance organizations and Florida
Medicaid
. Used International Classification of Diseases, 9th Revision
. High and low prevalence conditions included
. Screening questions used to identify those with greatest needs
a. Because of a physical or mental condition, does your child require more supervision than
other children of his/her age?
b. Does your child require extra or specialized medical care, therapies, supplies, or medical
equipment because of a special health care need?
C. Has your child had his/her special health care need for 6 months or longer?
. Must meetaorborc

OUT-OF-POCKET EXPENSES MEASURED

. Direct expenses--medical care expenditures for diagnosis, treatment, continuing care, rehabilitation
and terminal care

. Other direct expenses--expenditures items or services such as respite care, special diets or
formulas, medical supplies, special or additional clothing, and others

. Indirect expenses--time spent in providing care for the child and lost employment opportunities
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CAREGIVERS' OUT-OF-POCKET EXPENSE SURVEY

. Panel of reviewers
. Field testing
. 45 to 60 minutes to administer as telephone survey

WHAT WAS CONSIDERED AN OUT-OF-POCKET EXPENSE

. If the item or service was paid for entirely or in part by:
S A parent or guardian
S Another family member residing in the household
S The child’s supplemental security income check

. Co-payments categorized according to the expense incurred

OTHER CATEGORIES MEASURED:

. Child’s functioning using the Functional Status Rating Scale short form
S Addresses mood, interest level, communication
. Diagnostic information
. Demographic information
DIAGNOSTIC CATEGORIES
. Array of diagnoses represented
. Used diagnostic categories to group the children
. Also used scores on Functional Status Rating Scale to describe the children
. Wide variation in functioning seen both within and between diagnostic groupings

SUMMARY AND RECOMMENDATIONS

. Highest expenses for families in “Other Direct” category

. Regressive patten of expenditures for both groups of children

. Benefit packages must consider broad array of services and items

. Significant caregiving time

. Health care cost savings can be achieved; but at what price to families?

FUTURE WORK

. Include influence of participation in State Title V Children with Special Health Care Needs Programs
. Explore unmet needs

. Explore lost employment opportunities

. Link to actual health care use data
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TABLE 1. TOTAL NUMBER OF CHILDREN IDENTIFIED

Category Florida Commercially

Medicaid Insured

Total number of children screened for ICD-9-CM codes 307,241 27,487

Total number of children enrolled within the last three months of selecting the 253,562 13,591

sample

Total number of children with at least one ICD-9-CM code enrolled in the last three 84,315 1,916

months of selecting the sample

Percentage of enrollees with at least one ICD-9-CM code and enrolled within the 33% 14%

last three months of selecting the sample

TABLE 2. FAMILIES SCREENED FOR STUDY PARTICIPATION AND SURVEYS COMPLETED

Category Florida Commercially
Medicaid Insured
Completed screening questions 112 547
Did not qualify 12 (10%) 128 (23%)
Qualified but refused to participate 24 32
Qualified and completed a survey 76 387
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TABLE 3. DEMOGRAPHIC CHARACTERISTICS OF THE STUDY SAMPLE

Category Children Receiving Commercially Insured
Medicaid Children

Respondent Gender

- Female 97% 95%

- Male 3% 5%
Respondent Age 37.43 £10.90 39.55+9.99
Child’s Age 9.23+5.23 10.48 £6.21

FSIl (R) Score 78.53 + 18.69 87.20 £ 15.33

(range 17 to 100) (range 21 to 100)

Child’s Racial Background

- White 80% 85%
- African-American 15% 8%
- Other 5% 7%

Child’s Ethnicity
- Hispanic 11% 12%
- Non-Hispanic 89% 88%

Family Income
Average Family Income

- less than $9,999 30% 13%
- $10,000 to 14,999 17% 22%
- $15,000 to 19,999 14% 19%
- $20,000 to 24,999 12% 15%
- $25,000 to 34,999 10% 12%
- $35,000 to 44,999 7% 8%
- $45,000 or more 7% 5%
- Don't know/refused 2% 7%
Cash Assistance-SSI for Child 35% 0%
- Used actual records to respond to questions 35% 47%
- Use an estimate of expenses 65% 53%
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TABLE 4. CHILDREN’S PRIMARY DIAGNOSTIC CATEGORIES AND FSII(R) SCORES

Category Children Receiving Medicaid Commercially Insured Children
(N=76) (N=387)

Percent FSII(R) Mean Core Percent FSII(R) Mean Core and

Children and Standard Dev Children Standard Dev
Mental and Emotional Disorders 16% 67 £ 20 39% 75 £ 22
Respiratory System 13% 69 + 206 40% 90 + 15
Neurological 25% 76 £ 19 4% 82 +18
Musculoskeletal System 17% 86 + 13 2% 92 +10
Special Sense Organs 8% 80 + 18 4% 86 + 15
Endocrine System <1% 71+0 3% 90 + 12
Cardiovascular 4% 88+ 12 <1% 88+0
Digestive System 3% 88 + 20 <1% 90+0
Multiple Body Systems 6% 88 + 09 0% NA
Genito-Urinary System 1% 76 £ 10 1% 86 + 18
Hemic and Lympathic System <1% 67+0 0% NA
Neoplastic Diseases--Malignant <1% 100+ 0 <1% 86+0
Immune System 2% 87 + 13 <1% 870
Growth Impairment 2% 96 +7 0% NA

TABLE5. DIRECT AND OTHER DIRECT EXPENSES FOR THE MONTH AND YEAR IN DOLLARS

Category Children Receiving Medicaid Commercially Insured Children
% Reporting Mean % Reporting Mean
Expense Expense
Direct Expenses Per Month 37% 131.89 + 393.35 87% 28.59 £ 139.2
Direct Expenses Per Year 38% 1,072 £ 1,4629.1 86% 384.11 + 1,582
Other Direct Expenses Per Month 89% 162.57 + 305.93 63% 30.79 £ 69.8
Other Direct Expenses Per Year 89% 1,444.1 +1,779.2 63% 689.4 + 2,502.6
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TABLE 6. DIRECT AND OTHER DIRECT EXPENSESASA PERCENT OF FAMILY INCOME

Category Children Receiving Medicaid Commercially Insured Children
% Reporting Mean % Reporting Mean
Expense Expense
Direct Expenses Per Month 37% 4.87 +32.4 87% 2.32+£10.38
Direct Expenses Per Year 36% 4.33+12.2 87% 2.8+12.78
Other Direct Expenses Per Month 89% 12.79£21.9 63% 2.11+£6.20
Other Direct Expenses Per Year 88% 11.25 + 25.6 63% 2.25+10.98

TABLE 7. CAREGIVING TIME

Category Percent Reporting

Mean Hours and Standard
Deviation

Medicaid 85%

15.33£9.19

Percentage ol Children in Each
Primary Diagnostic Category
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Percentage ol Children in Each
Primary Diagnostic Category
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Percentage of Respondents
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Percentage of Respondents
Reporting Expense
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Mean Out-of-Pocket Expense
by Service/Item
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Mean Out-of-Pocket Expense
by Service/Item
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THE MANAGED CARE ENHANCEMENT PROJECT FOR CHILDREN WITH
SPECIAL HEALTH CARE NEEDS

Deborah Allen

As the Director of the Division for Children with Special Health Care Needs of the Massachusetts
Department of Public Health, Deborah Allen is responsible for assuring family-centered, community-based
care for children with special health care needs and their families. Her division is the lead agency for
implementation of Part H of the IDEA in Massachusetts and for the provision of case management services
to SSl-eligible children. Ms. Allen is the Principal Investigator for the federally funded Managed Care
Enhancement Project for Children with Special Health Care Needs. She is also responsible for two grants
funded by Title IV of the Ryan White Care Act: MassCARE (Massachusetts Community AIDS Resource
Enhancement), which focuses on pediatric and family care needs, and MCAP (the Massachusetts

Women's HIV Care and Advocacy Project), which promotes identification and care of women with HIV prior
to or early in pregnancy.

Ms. Allen has master’s degrees in Health Policy and Management and Maternal and Child Health from the
Harvard School of Public Health and is, as we speak, in the final stages of her doctoral research on
“Predictors of Voluntary HIV Testing During Pregnancy,” also at Harvard. She is absolutely committed to
making this the last formal education she ever undertakes.

OUTLINE OF PRESENTATION

. Health care in Massachusetts

. MassHealth Managed Care

. The Managed Care Enhancement Project
. Needs assessment

. Interventions

. Evaluation

. Concluding thoughts

HEALTH CARE IN MASSACHUSETTS--A WHIRLWIND TOUR

. Extensive tertiary medical system

. Widespread influence of academic medicine

. Extensive CHC network

. Extensive HMO penetration

. No county health departments

. Limited clinical role of local health departments
. Comprehensive Medicaid program
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MASSHEALTH OVERVIEW

. Target population - 450,000 Medicaid recipients

. All Medicaid clients except:
S Individuals with private insurance and Medicaid
S Individuals with Medicare and Medicaid

. Enroliment started April, 1992

SSI RECIPIENTS IN MASSHEALTH

. Special procedures for

S Outreach

S Enroliment

S Assignment
. For adults and children on SSI
MASSHEALTH COMPONENTS
. Health Benefits Advisor Program
. Primary Care Clinician Program
. Mental Health/Substance Abuse Program
. HMO Program
PCC PROGRAM
. Approximately 1300 practices
. Almost 2500 physicians
. Eligible providers are:

S Internists

S Pediatricians

S Family practitioners

S Ob-gyns

S Nurse practitioners
PCC PROGRAM OPERATIONS
. No capitation at present
. PCC receives $10 bonus per primary or preventive visit
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. PCC responsible for:

S Primary care
S Specialty referrals
S Authorization of most medical services
. Mental health, substance abuse do not require PCC authorization

PCC PROGRAM ENROLLMENT

. Current enroliment approximately 290,000

. 80% of Medicaid enrollees in PCC program

. 80% of children with special health care needs in PCC program
HMO PROGRAM

. 8 vendors statewide

. 1 special contract for disabled individuals

. Enrollment is voluntary

. Current enrollment 81,000

MANAGED CARE ENHANCEMENT PROJECT OVERVIEW

. Four year grant ending Sept. 1997

. Funded by HRSA--Maternal and Child Health Bureau

. Joint Title V--Division of Medical Assistance administration

. Active, diverse advisory committee

MCEP GOALS

. Improve health status of children with special health care needs in MassHealth

. Improve quality of life for families of children with special health care needs in MassHealth

. Increase appropriate use of health resources for care of children with special health care needs
while averting unnecessary costs

. Enhance understanding of optimal systems of care for children with special health care needs

MCEP NEEDS ASSESSMENT

. Utilization data

. Family survey

. Provider survey

. Family focus groups

. Provider focus groups

. National key informant interviews
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FINDINGS ON UTILIZATION

. CSHCN claims reveal:
S Equal or greater use of primary care
S More use of

- Inpatient care
- Home health care
- Prescriptions

-- DME
S Less use of
-- Dental

. Than other children in MassHealth Managed Care
FAMILY SURVEY METHODS
. Inclusion criteria

S SSl enrollment or at least one El claim

S At least one full year of Medicaid with < 45 day interruption
. Sample

S 1,000 families chosen at random

S Overselection of Spanish-speaking families
. Implementation

S Two mailings in English and Spanish

S 800 number for questions or if phone administration preferred
. Response

S 32% response rate

S 254 English surveys returned or completed by phone

S 67 Spanish surveys returned or completed by phone
FAMILY SURVEY FINDINGS
. High level of general satisfaction
. Areas for improvement

S Access to information

S Family supports

S Coordination of services
. Survey also revealed weak links between primary care and

S Schools

S Discharge planning

S Home care
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PROVIDER SURVEY METHODS

. Target population
S Pediatricians, family practitioners
S Participating in Primary Care Clinician Plan
. Sample
S 906 physicians
. Implementation
S Initial attempt at phone administration
S Shift to administration by mail
. Response
S 31% response rate
S 196 surveys completed by mail
S 89 surveys completed by phone
PROVIDER SURVEY FINDINGS
. High level of general satisfaction
. Some areas of provider concern
S Coordination of care
S Information needs
S Time constraints

OTHER NEEDS ASSESSMENT STRATEGIES

. Confirmed and expanded upon needs assessment findings
. Identified possible interventions
INTERVENTIONS
. Special Care Coordinator
S 4 sites
S 3.5FTE's
. Parent manual
S Focus on system "how to's"
S Parent role in writing, editing
. Enhanced provider education
. Enhanced customer service
. Enhanced PCC/case management linkage
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EVALUATION OF SCC INTERVENTION

. Parent questionnaires
S Two points in time
S Comparison group
S Child functional status
S Family functional status
S Parent satisfaction
. Utilization
S Admissions
S ER use
S EPSDT compliance
S Over one year relative to comparison group
. Post-implementation PCC review
S Qualitative interviews at 4 sites
EVALUATION OF MANUAL
. Parent survey
S Use
S Strengths and weaknesses
S Usefulness
. Provider survey
S Use
S Strengths and weaknesses
S Impact on practice
CONCLUDING THOUGHTS
. Medicaid managed care offers opportunities to change system for the better
. To seize that opportunity must have relevant players in a given state at the table listening to each
other
. Key elements to make managed care work for cshcn are being to emerge
. These elements must be addressed at each stage of implementation, from early planning to final
evaluation

TABLE 1. CosTs OoF CARE FOR CSHCN

Average per member per month

CSHSN $360

Other children in MassHealth $58
Maximum per member per month

CSHSN $26,519

Other children in MassHealth $12,769
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TABLE 2. SERVICE TYPES AS PERCENT OF TOTAL COST FOR CSHCN

Home health

Inpatient care
Prescriptions

DME

Primary care visits
Specialty visits

ER, transportation, dental
Other

23%
22%
13%
6%
6%
6%
<2%
13%
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PLANNING GRANT: SERVICES FOR CHILDREN WITH CHRONIC ILLNESS
AND DISEASE IN AN HMO

Barbara E. Staub, M.D.

Barbara Staub has been at the White Bear Lake Clinic for 13% years and enjoys her practice. As a
general pediatrician, she sees a wide range of iliness as well as doing a lot of preventive, well-child care.
Dr. Staub’s special interests are in chronic illness and disability.

Dr. Staub received her medical degree at the Albany Medical College in 1980. She did her pediatric
internship and residency at the University of Minnesota Medical School and was board certified in 1986.
Her other professional activities have been a Clinical Assistant Professor, Department of Pediatrics,
University of Minnesota Medical School; and Fellow, American Board of Pediatrics.

A COLLABORATIVE PROJECT

. PACER Center

. University of Minnesota

. HealthPartners

STUDY OBJECTIVES

. Comprehensive assessment of the needs and services, and the costs of services for a pediatric
population with chronic illness and disability in a managed care environment.

. Examine the interface between our managed care system and education and social services.

STUDY COMPONENTS

. Parental Evaluation

. Cost and Utilization Data

. Primary Care Physician Survey

. Community Advisory Board

PARENTAL ASSESSMENT

. Family Advisory Board

. Family Interviews

PARENT ADVISORY BOARD

. Case Management Services Desired

. Mental Health Services Desired

. Information Source About HP Policies Desired
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PHYSICIAN SURVEY

. 29 Physicians Surveyed
. Time

. Benefits

. Care Coordination

COMMUNITY ADVISORY COUNCIL

. Case Management
S Agency’s Perspective
S Family Perspective
. Improved Communication Between Agencies and Health Systems
. Monitoring of Short and Long-Term Outcomes
. Monitoring of Costs
HEALTHPARTNERS PROVIDES
. Access to Subspecialist Care
. Medical Care Management by Pediatrician
. Benefits which are Supplemented by other Sources
NEXT STEPS
. Provide Family-Centered Case Management
. Address Mental Health Needs
. Provide Comprehensive Assessment of Total Costs
. Create Outcome Measures
. Provide Coordination among Agencies Involved in these Children’s Lives
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TABLE 1. THE SAMPLE BY CONDITION AND AGE

Diagnoses Ages 1-4 years Ages 5-11 years Ages 12-20 years
Cystic Fibrosis 2 2 2
Cerebral Palsy 2 2 2
Trisomy 21 2 2 2
Muscular Dystrophy 1 1 1
Juvenile Onset Diabetes Mellitus 1 1 1
Myelomeningocele 2 2 2
Autism 1 1 1
Blind/Deaf 2
TABLE 2. DEMOGRAPHICS DATA
Ethnicity N %
White 33 94.3
Hispanic 1 2.9
Other 1 2.9
Parent Education
Vocational School 3 8.6
Some College 14 40.0
College 12 34.3
Graduate 5 14.3
Family Income
$20,000-40,000 13 37.1
$40,000-70,000 15 42.9
$70,000+ 7 14.3
TABLE 3. IMPACT: DOES CHILD'S CONDITION AFFECT ABILITY OF PARENT TO BE EMPLOYED?
Response N %

No 25 71.4
Yes 10 28.6
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TABLE 4. SUPPLEMENTAL FUNDING/INSURANCE SOURCE

Funding Source

Yes (receive)

No (did not receive)

TEFRA 19 (54.3%) 16 (45.7%)
ssl 4 (11.4%) 31 (88.6%)
Medicaid 4 (11.4%) 31 (88.6%)
Vocational Rehabilitation 4 (11.4%) 31 (88.6%)
wiC 3 (8.6%) 32 (91.4%)
Family Subsidy 2 (5.7%) 33 (94.2%)

Title V

35 (100%)

AFDC

35 (100%)
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TABLES5. SERVICES RECEIVED AND PAYMENT SOURCE

Service # Received Payment Sources*
(N) HP TEFRA School Other
oT 19 3 3 16 1
PT 15 5 4 10 1
Speech and Language 13 - 4 10 1
Skilled Nursing 3 1 2 1 1
Personal Care Attendant 12 - 7 2 4
Respiratory Therapy 6 3 2 1 -
Mental Health 2 2 - - -
Medication 28 24 11 - 21
DME 12 9 6 - 8

*Many families receive more than one payment source.

Cost by Expense Category
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Cost by Disease Category
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Cystic Fibrosis Cost
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Autism Cost

Total Cost—%$24.849 N=24

Cithor, non—categcrrized

Speech [cnnpatient)

Crzcupalional Therapy Enoounters
Phyzaical Thorapy Eneoaiiczes
Adler Hours Clinic Widis
Emoergency Foom Wiaits

AL PR N IR T

Drupitlienl Diadlab Proc (OH MSE)
e wWisils

IITIll.lp."ﬂiHnl 1'7Ii:-i_s_:-'l b Pris.
Tharmacy

Gt of Plan Bpoclalisg

Purasle Medicul Leu:prmnent
Hozpitalizations

U F2.008)0 B tWEY R0 S 00G S0 0HN N1 2 A0 S LS GO0 LG, [0

Tab 6 - Page 43




STATE MEDICAID MANAGED CARE POLICIES AFFECTING CHILDREN
WITH CHRONIC OR DISABLING CONDITIONS

Harriette B. Fox

Harriette Fox is the President of Fox Health Policy Consultants, a small Washington-based consulting firm
specializing in the financing and delivery of maternal and child health services, and the co-director of the
Maternal and Child Health Policy Research Center. She has had extensive experience managing projects
examining Medicaid, private health insurance, and other financing arrangements to support services to
children, with a particular focus on issues pertaining to managed care and health insurance reform. Her
work has included analyses of Federal laws and policy options; evaluations of State Medicaid and maternal
and child health programs; surveys of State and private industry insurance practices; and consultation to
numerous State and private organizations. She has published extensively on the subject of health care
financing and children. Before establishing Fox Health Policy Consultants in 1982, Ms. Fox was the Senior
Program Analyst for the Select Panel for the Promotion of Child Health. She also had served as a
consultant to the Institute of Medicine and the National Health Policy Forum.

Margaret McManus

Margaret McManus is President of McManus Health Policy, Inc., a small consulting firm which specializes
in managed care and health insurance reform affecting children. She also co-directs a Maternal and Child
Health Policy Research Center for Paul Newacheck and Harriette Fox, funded by the Federal Maternal and
Child Health Bureau. For the past 15 years, Ms. McManus has consulted with the American Academy of
Pediatrics’ Committee on Child Health Financing and a variety of other national, State, and local
organizations. She has recently assisted the Maternal and Child Health Bureau in convening a series of
managed care work groups on definitions, capitation and risk adjustment, quality of care, and family
participation. Ms. McManus has published extensively on the subject of health care financing and children.
Most recently, with Harriette Fox, she has completed a report entitled, Medicaid Managed Care for Children
with Chronic or Disabling Conditions: Improved Strategies for States and Plans.

TABLE 1. STATE MEDICAID POLICIES REGARDING CHILDREN SERVED BY FULLY CAPITATED PLANS
DRAFT-Not for Publication
Categorical Voluntary or Specific Exemptions for
State Groups Mandatory Non-institutionalized Pediatric Services Carved Out of
Enrolled Enrollment?® Special-Needs Children Managed Care Contracts?
Arizona AFDC, AFDC- Mandatory Children receiving Mental health and substance abuse
related, SSI developmental disability (capitated), hospice, personal care,
services specialty services for CSHN-eligible
children
California®* AFDC, AFDC- Mandatory in None Mental health services for SED-eligible
related, SSI, 3 counties; children, intensive substance abuse,
Foster Care voluntary in early intervention, health-related special
17 counties; education, dental®(capitated), certain
mandatory for comprehensive case management,
AFDC only in specialty services for CSHN-eligible
one county children
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Categorical

Voluntary or

Specific Exemptions for

State Groups Mandatory Non-institutionalized Pediatric Services Carved Out of
Enrolled Enrollment* Special-Needs Children Managed Care Contracts?
Colorado AFDC, AFDC- Voluntary None Intensive mental health, certain
related, SSI, substance abuse, intensive ancillary
Foster Care therapies, dental, hospice, personal
care
Delaware AFDC, AFDC- Voluntary None Mental health, substance abuse, health-
related, SSI, related special education, dental,
Foster Care prescription drugs
District of AFDC, AFDC- Voluntary None Mental health, substance abuse, early
Columbia related intervention, health-related special
education, dental, vision
Florida AFDC, AFDC- Voluntary Children receiving CSHN Intensive mental health, intensive
related, SSI, services substance abuse, hospice, dental®,
Foster Care vision®, personal care, multi-handicap
assessments, specialized services for
foster care children
Hawaii AFDC, AFDC- Mandatory None Mental health services for SED-eligible
related, children (capitated), dental (capitated),
Foster Care, personal care
Demonstratio
n Eligibles
lllinois AFDC Voluntary None Dental (capitated), vision,
comprehensive case management
Indiana AFDC, AFDC- Voluntary None Mental health, substance abuse, vision
related
lowa AFDC, AFDC- Voluntary None Substance abuse, health-related
related® special education, dental, prescription
drugs’®, durable medical equipment®
Maryland AFDC, AFDC- Voluntary None Certain early intervention, certain
related, SSI health-related special education,
hospice, personal care, certain EPSDT
expanded benefits’
Massachusett AFDC, AFDC- Voluntary None Dental, prescription drugs, vision,
S related, SSI personal care, intensive durable mental

equipment®
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Categorical

Voluntary or

Specific Exemptions for

State Groups Mandatory Non-institutionalized Pediatric Services Carved Out of
Enrolled Enrollment* Special-Needs Children Managed Care Contracts?
Michigan AFDC, AFDC- Voluntary Children receiving CSHN Intensive mental health, health-related
related, SSI, services special education, certain dental,
Foster Care personal care
Minnesota AFDC, AFDC- Mandatory in Children who are Case management for SED-eligible
related eight determined to be seriously children
counties; emotionally disturbed prior
voluntary in to enrollment, determined
one county blind or disabled but not
eligible for SSI, likely to be
terminally ill, or receiving
an adoption subsidy®
Missouri AFDC Mandatory None Mental health services for SED-eligible
children, intensive substance abuse,
health-related special education, dental,
prescription drugs, hospice, certain
case management, EPSDT expanded
benefits
New AFDC, AFDC- Voluntary None Intensive mental health, intensive
Hampshire related, substance abuse, intensive ancillary
Foster Care therapies, early intervention, health-
related special education, dental,
prescription drugs, intensive personal
care, comprehensive case
management, durable medical
equipment
New Jersey AFDC, AFDC- Voluntary Children who have chronic Mental health, substance abuse,
related, SSI, debilitating conditions, intensive ancillary therapies, health-
Foster Care language difficulties, or related special education, personal care
who have a provider
relationship that would be
substantially disrupted
New York AFDC, AFDC- Mandatory in Children receiving CSHN Intensive mental health, intensive
related, one borough; services, certain children substance abuse, early intervention,
Foster Care voluntary who have specific medical health-related special education,
(not in NYC) elsewhere needs that cannot be met dental®, vision®, hospice, personal care,
through an HMO comprehensive case management,
durable medical equipment®
North Carolina AFDC Voluntary None Mental health and substance abuse
(both capitated), dental, vision, personal
care
Ohio AFDC, AFDC- Mandatory in None Hospice
related two counties;

voluntary
elsewhere
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Categorical

Voluntary or

Specific Exemptions for

State Groups Mandatory Non-institutionalized Pediatric Services Carved Out of
Enrolled Enrollment* Special-Needs Children Managed Care Contracts?
Oregon AFDC, AFDC- Mandatory in Children who have an Mental health in all but 3 counties,
related, SSI, 28 out of 36 existing provider intensive substance abuse, health-
Demonstratio counties relationship that would be related special education, dental® (some
n Eligibles disrupted or who have capitated), personal care
specific medical needs that
cannot be met through the
HMO?
Pennsylvania AFDC, AFDC- Mandatory in None Certain intensive mental health, early
related, SSI, one county; intervention, personal care, specialized
Foster Care voluntary services for foster care children®,
elsewhere certain services for mentally retarded
and developmentally disabled children
Rhode Island AFDC, AFDC- Mandatory None Intensive mental health, mental health
related, services for SED-eligible children,
Demonstratio intensive substance abuse, certain
n Eligibles early intervention, certain health-related
special education, dental, personal
care, comprehensive case
management, EPSDT expanded benefits
Tennessee AFDC, AFDC- Mandatory None Intensive mental health, personal care
related, SSI,
Foster Care,
Demonstratio
n Eligibles
Texas AFDC, AFDC- Mandatory None Intensive mental health, early
related intervention, health-related special
education, dental, vision, prescription
drugs, comprehensive case
management, durable medical
equipment, EPSDT expanded benefits
Utah AFDC, AFDC- Voluntary None Mental health (capitated), substance
related, SSI, abuse, early intervention, health related
Foster Care special education, dental®, prescription
drugs®, certain services for mentally
retarded and developmentally disabled
children
Virginia AFDC, AFDC- Voluntary None Intensive mental health, health-related
related special education
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Categorical Voluntary or Specific Exemptions for

State Groups Mandatory Non-institutionalized Pediatric Services Carved Out of
Enrolled Enrollment* Special-Needs Children Managed Care Contracts?
Washington AFDC, AFDC- Mandatory Children whose distance Most mental health (capitated in some
related from delivery sites makes areas), substance abuse, early
enrollment impractical, who intervention, health-related special
have language difficulties, education, dental, eyeglasses, personal
who have an existing care, comprehensive case management

provider relationship that
would be substantially
disrupted, or who have a
significant medical need
that cannot be met through
the HMOY

Wisconsin AFDC, AFDC- Mandatory None Dental®
related

AFDC-related = children who qualify for Medicaid because of their poverty-level status as regular or optional Medicaid
eligibles as well as children whose families meet the AFDC income criteria but do not receive AFDC benefits.

CSHN = state Title V program for children with special health care needs

SED = state comprehensive community mental health services program for children and adolescents with serious emotional
disturbances

1. In some states, Medicaid-eligible children were required to choose between enroliment in a fully capitated plan or in
another form of managed care, such as a primary care case management program. These states are shown as having
voluntary enrollment.

2. Use of the qualifying term “inclusive” in this column means services beyond plan limits or services required by special
high-need populations. The use of the qualifying term “certain” means only particular services within a category or
services provided by a specific type of provider (usually a publicly-funded provider). Where the word “capitated”
appears in parentheses after a service, this means that the state had developed a separate capitated arrangement for
this service.

3. Arizona enrolls children in foster care in a separate fully capitated plan.

4. California is operating a number of different Medicaid managed care arrangements and policies differ across
arrangements. Information in the table is correct for the geographic managed care model.

Plans have the option of including this service in their contracts.
lowa allows AFDC and AFDC-related children who enter into foster care to continue to receive care through an HMO, if
they elect to do so. In such instances, specialized services for foster care children are paid for separately.

7. A carve-out of “EPSDT expanded benefits” means that a state had carved out of its contract federally-allowable
Medicaid services that would not otherwise be covered under its regular Medicaid plan or expanded coverage of
services that otherwise would have limitations.

8. Minnesota also exempts children who are refugees or who have a primary care provider outside of Itasca County from
HMO enroliment.

9. Oregon also exempts children who are Native Americans from HMO enroliment.

10. Washington also exempts children who are Native Americans or homeless from HMO enrollment.

SOURCE: Information was obtained by Fox Health Policy Consultants through telephone interviews with state Medicaid
agency staff during the spring and summer of 1994 and was verified by the states as being accurate as of March 31, 1995.
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TABLE 2. MEDICAID SERVICES TO CHILDREN EXCLUDED FROM CONTRACTS
DRAFT--Not for Publication

Services Carved Out of Contracts Number of States (n=29) Percent of States
Dental services 20 69%
Health-related special education services 16 55
Personal care 15 52
Some mental health services 13 45
Early intervention services 10 34
Case management 9 31
All mental health services 9 31
Vision services 9 31
Prescription drugs 7 24
Hospice 7 28
Durable medical equipment 5 17
EPSDT expanded benefits 4 14
Some ancillary therapies 3 10
CSHN specialty services 2 7
Specialized services for foster care children 2 7

SOURCE: Information was obtained by Fox Health Policy Consultants through telephone interviews with state Medicaid

agency staff in March 1995, and was verified by the states as being accurate as of March 31, 1995.
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TABLE 3. EPSDTLANGUAGE IN STATE MEDICAID MANAGED CARE CONTRACTS REGARDING DIAGNOSIS AND TREATMENT

State Specifies Includes Core Elements of OBRA ‘89 EPSDT Language Incorporat Incorporat
and es es State
Explains Federal EPSDT
the EPSDT Law or
EPSDT Requires services Requires Requires all Law or Rules by
Benefit! to correct or services for federally Rules by Reference
ameliorate both allowable Reference
identified defects, physical and diagnostic,
illnesses, or mental treatment, and
conditions health other health care
problems services
Arizona X X X X X
California X X
Colorado X X
Delaware X X X X X
District of
Columbia
Florida X X X X
Hawaii X X X X X
Illinois X X X X
Indiana X X
lowa X X
Maryland X X X
Massachusett X X X X X
s
Michigan X X
Minnesota X X
Missouri? X n/a X
New X X X X X
Hampshire
New Jersey X X X X
New York X X X X
North Carolina X X X
Ohio X X
Oregon?® n/a n/a n/a n/a n/a n/a
Pennsylvania X X X X X
Rhode Island? X X n/a
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State Specifies Includes Core Elements of OBRA ‘89 EPSDT Language Incorporat Incorporat
and es es State
Explains Federal EPSDT
the EPSDT Law or
EPSDT Requires services Requires Requires all Law or Rules by
Benefit! to correct or services for federally Rules by Reference
ameliorate both allowable Reference
identified defects, physical and diagnostic,
illnesses, or mental treatment, and
conditions health other health care
problems services
Tennessee X X
Texas? X n/a X
Utah X X X X
Virginia X X X X
Washington X X X X
Wisconsin X X X X X X
TOTAL 27 of 28 15 of 28 13 of 28 12 of 25 18 of 28 7 of 28

1. Certain states substitute their own program names for the Early Periodic Screening, Diagnosis and Treatment benefit. For
the Purposes of this analysis, these states were considered to have specified and explained the EPSDT benefit if their
contracts explicitly addressed each component (screening, diagnosis and treatment) in their definition of the benefit.

2. This state’s contract excludes all expanded EPSDT benefits (services beyond those included in the state plan). However,
the contractor is responsible for all other diagnostic and treatment services.

3. Oregon has waived EPSDT requirements under a Section 1115 waiver.

SOURCE: Information is based on an analysis of contracts in effect in December 1995, performed by Fox Health Policy
Consultants. Provider manuals, administrative rules, and other documents referenced in the state contracts were included in
the analysis.
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TABLE 4. MepicAL NECESSITY LANGUAGE IN STATE MEDICAID MANAGED CARE CONTRACTS

State Medical Necessity If included in contract, Criteria Used to Define Medical Necessity
Defined in Contract
General Child- Includes Includes Qualifies Requires Requires Requires the Requires
Specific Services for Treatments for Terms Such as Conformance the most Least Costly Evidence of
Preventive a“Condition,” “Disability,” with Standards appropriate Alternative Effectiveness
Purposes as “Disability,” or “Handicap” or of Good Medical level of Treatment of or Proven
well as “Handicap” in “pain” with Practice or services Equal or Medical Value
Diagnostic and Addition to an “severe” of Prevailing that can be Reasonably
Treatment “lliness or “significant” Community provided Equal
Purposes Injury” Standards safely Effectiveness
Arizona X X X
California
Colorado X X X X X
Delaware
District of
Columbia
Florida X X X X X X X
Hawaii X X
lllinois X X X
Indiana
lowa X X X X
Maryland X X
Massachusetts X X X X
Michigan
Minnesota X X X X X
Missouri
New Hampshire X X X
New Jersey
New York X X X X
North Carolina
Ohio X X X X
Oregon X X X X X
Pennsylvania
Rhode Island X X
Tennessee X X X
Texas
Utah
Virginia
Washington X X X X X
Wisconsin X X X X X X X
TOTAL 16 of 29 1of29 11 of 17 with 12 of 17 with 4 of 17 with 12 of 17 with 5 of 17 with 5 of 17 with 2 of 17 with
definitions definitions definitions definitions definitions definitions definitions
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State Medical Necessity If included in contract, Criteria Used to Define Medical Necessity
Defined in Contract
General Child- Includes Includes Qualifies Requires Requires Requires the Requires
Specific Services for Treatments for Terms Such as Conformance the most Least Costly Evidence of
Preventive a“Condition,” “Disability,” with Standards appropriate Alternative Effectiveness
Purposes as “Disability,” or “Handicap” or of Good Medical level of Treatment of or Proven
well as “Handicap” in “pain” with Practice or services Equal or Medical Value
Diagnostic and Addition to an “severe” of Prevailing that can be Reasonably
Treatment “lliness or “significant” Community provided Equal
Purposes Injury” Standards safely Effectiveness

SOURCE: Information is based on an analysis of contracts in effect in December 1995, preformed by Fox Health Policy Consultants. Provider manuals, administrative rules, and other documents
referenced in the state contracts were included in the analysis.

FAMILIES’ OUT-OF-POCKET EXPENSES WHEN CARING FOR CHILDREN

WITH SPECIAL NEEDS: A PRELIMINARY REPORT COMPARING
CHILDREN IN MEDICAID AND A COMMERCIAL PRODUCT LINE

Elizabeth A. Shenkman, Ph.D.

INTRODUCTION

Despite the growing interest in enrolling children with
special health care needs in managed care plans,
remarkably little is known about the effects of managed
care on this vulnerable group.'? This lack of information is
due, in part, to the fact that many private managed care
organizations (MCOs) are unwilling to release person level
use data so that analyses can be conducted on those
enrollees who have special health care needs. In addition,
states with Medicaid managed care plans have exempted
some or all children with special needs from enroliment in
these plans. Therefore very limited data from the public
sector are available.>*

Many concerns have been raised about how children
with special health care needs and their families will fare
within a managed care environment. It is not known
whether families will be able to obtain the services their
children need in an environment where health care use and
expenditures are closely monitored. Within the current fee-
for-service system, families often face strong financial
burdens both in terms of out-of-pocket expenses and
caregiving time. These financial burdens are
disproportionately borne by lower-income families.® Some
believe that placing children with special health care needs
in managed care arrangements will result in even higher
out-of-pocket expenses for families as they enter a system
with stringent health care utilization management and
potential financial disincentives to physicians to provide
care or make referrals.®

PURPOSE

The purpose of this paper is to present preliminary
information about families’ out-of-pocket expenses when
caring for children with special health care needs.
Families’ expenses for two groups of children are

presented. The first group are commercially-insured
children with special needs who are receiving care
through private health maintenance organizations. The
second group are children with special needs who are
receiving care through Medicaid fee-for-service or primary
case management programs.

The information in this paper is preliminary because
we are continuing to collect data both for the Commercially
insured and the Medicaid populations. In addition, we are
presenting the findings from the survey data only. We
have actual health care use data from the HMOs and
Medicaid from their claims and encounter data bases for
each child in the study. However, these data have not
been completely analyzed and therefore are not included in
this report.

METHODS

The Third Party Payers Participating in the Study

The Third Party Payers--Commercial: The commercially
insured children participating in this study to date are
insured through a special program designed to provide
subsidized insurance premiums to previously uninsured
children. Families with incomes below 130% of the federal
poverty level (FPL) pay $5.00 per child per month; those
between 131% and 185% of the FPL pay $15.00 per child
per month; and those at 186% of the FPL or above paid the
full premium of $50.00 per child per month. Approximately
30,000 children are currently enrolled. The benefit package
is the same as that offered through Medicaid (Table 1). A
key program feature is the provision of care through the
private sector. The program is not intended to extend
Medicaid coverage or to provide health care as a variation
of the current Medicaid system for children in Florida. A
private not-for-profit corporation negotiates contracts with
HMOs to assume the financial risk and to provide health
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care services for the children. Four HMOs currently have
contracts and deliver care through private physicians’
offices and clinics in the children’s communities. Both
pediatricians and family practitioners serve as the
children’s primary care providers. Extensive specialty
networks including tertiary care facilities are available
through the HMOs. Program enrollment is voluntary.

The Third Party Payers--Florida Medicaid: The
Medicaid Program in Florida offers coverage to the
following children: (1) children less than one year of age
and pregnant women at 134% to 185% of the FPL; (2)
children one to six years of age at 101% to 133% of the
FPL; and (3) children six to thirteen years at 100% of the
FPL or below. Forty-nine percent of children receiving
Medicaid are enrolled in the Medipass Program which is a
Primary Care Case Management Program. Physicians
provide care coordination for these children on a capitated
basis. Any services provided beyond care coordination
are reimbursed at a Medicaid fee-for-service rate.
Catastrophic coverage is available through Florida
Medicaid.

Sample Selection

Children were initially identified for possible inclusion
in the study through the following steps:

1. Each HMO and Florida Medicaid provided child-specific
health care use data including International
Classification of Diseases, Clinical Modification, 9th
Revision (ICD-9-CM) codes for each health care
encounter.

2. Incollaboration with two physicians from the
University of Florida, Department of Pediatrics, we
developed a list of ICD-9-CM codes that might indicate
the child had a special health care need. The list was
intentionally broad and included conditions of high and
low prevalence (Appendix A).

3. The health care use data bases were searched to
identify those children who had at least one health
care visit during which an eligible ICD-9-CM code was
identified. We then identified those children with an
eligible ICD-9-CM code who were enrolled within three
months preceding the sample selection. We wanted
to include those who were recently enrolled so that
the survey data and health care use data were as
contemporaneous as possible.

Table 2 shows the number of children identified
across each HMO and Florida Medicaid for possible
inclusion in the study. As expected, significantly more
children were identified as possibly having a special
health care need through the Medicaid data base than
through the private HMO data bases (33% versus
14%).
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Once the commercially insured children were

identified from the data bases, we contacted a

census of all those potentially eligible and administered
a series of screening questions to determine final
eligibility into the study. The screening questions

were used to ensure that we only included those
children who had moderate to severe health care
needs. The following screening questions were

used:

a. Because of a physical or mental condition, does

your child require more supervision than other
children of his/her age?

b.  Does your child require extra or specialized
medical care, therapies, supplies or medical
equipment because of a special health care
need?

c. Has your child had his/her special health care
need for 6 months or longer?

Those children whose families answer yes to

question a or b and c will be included in the study.
That is, a family who has a child (1) requiring
increased supervision or has a child who requires
specialized medical care, therapies, supplies, or
medical equipment because of a special health need;
and (2) the child has had the condition for 6 months or
longer were included in the study.

Questions about activities of daily living (ADLS) were
not used as initial screening questions because,
based on our past work, a significant number of
children may have special health care needs with no
ADL deficits. For example, a child with mental
retardation could have many needs for educational
interventions and supervision resulting in additional
financial and caregiving burdens on the families; yet
have no ADL deficits.

Table 3 shows the number of parents with
commercially insured children meeting the ICD-9-CM
criteria who were contacted, the number who met the
screening question criteria, and the number who
participated in the survey.

Because so many children in the Medicaid data base
had an ICD-9-CM code that might qualify them for
inclusion in the study, we obtained a simple random
sample of the Medicaid enrollees to contact. The
same screening questions described in Step 4 also

are being used to determine final study eligibility for
the Medicaid population. We randomly selected 5,500
children, administered screening questions to 112
parents to date, and obtained 76 completed interviews
(Table 3). We expected to find not only a greater
number of children with special health care needs in
the Medicaid data base, but also more children with
significant health care needs when compared to the
HMO population. As expected, more children in the
Medicaid data base met the screening questions for



inclusion into the study when compared to the
pediatric HMO population (23% versus 10%).

6. At the present time, we have completed surveys for
387 children in the commercial product line and 76
children participating in the Medicaid Program. The
data for these children are presented in this report.
As previously mentioned, we are continuing to
conduct surveys among the Medicaid enrollees and
also among children who are receiving health
insurance through other commercial product lines
offered by the HMOs with whom we are working.

Measures of Caregivers’ Out-of-Pocket Expenses

We developed the Caregivers’ Out-of-Pocket Expense
(COPE) Survey to assess the following dimensions for
expenses:

. Direct Expenses--medical care expenditures for
diagnosis, treatment, continuing care, rehabilitation
and terminal care. Expenses for the following
services are included in this category: physical
therapy, occupational therapy, speech therapy, skilled
nursing (registered nurse/ licensed practical nurse),
personal attendant, respiratory therapy, specialized
day care, counseling, doctor’s visits in clinic or office,
hospital care, medications and home medical
equipment.

. Other Direct Expenses--expenditures for the following
items or services: respite care, special diets or
formulas, medical supplies, special or additional
clothing, diapers not normally used at the child’s age,
transportation costs, educational services related to
the child’s special health care need, assistive
technologies, transportation related to the child’s
special health care needs, emergency transportation,

purchase of a car or van related to the child’s special
health care needs, and home modifications.

. Indirect Expenses--time spent in providing care for the
child and lost employment opportunities.

Survey items initially were developed based on a
literature review of expenses families incur when caring
for children with disabilities.”®° A panel of reviewers
reviewed the first two drafts of the surveys for content.
Reviewers included: a generalist pediatrician from an
academic health center who specializes in caring for
children with special health care needs, a family economist,
a health care economist, two state Title V Children with
Special Health Care Needs (CSHCN) Program Directors,
two families who have children with special health care
needs, and two policy analysts from the former
Congressional Office of Technology Assessment.
Following the content reviews, the survey was revised
and field tested with 60 families. Based on the field testing,
a final version of the survey was developed and used in
this research.

This phase of our research focuses on families
reported direct and other direct expenses. Families were
determined to have incurred direct or other direct out-of-
pocket expenses if the respondent indicated that the child
received the particular service or item and it was paid for
either entirely or in part by the parent or guardian, another
relative residing in the household, or the child’s
Supplemental Security Income (SSI) check. The
respondent was asked what the out-of-pocket expense
was for the preceding month and for the preceding year
for each service or item the child received. He or she also
was asked if the expenditure for the month was typical or
not and if the dollar amount provided was based on actual
records or an estimate.

If the family was required to pay a co-payment for a
service and the payment was made according to the
criteria described in the preceding paragraph; the dollar
amount was attributed to the particular category for which
the co-payment was required. For example, in the
commercially insured population, families are required to
pay a $3.00 co-payment for an acute care visit to their
primary care provider. The $3.00 co-pay would be
described as an out-of-pocket expense for a doctor’s visit.
Thus out-of-pocket expenses could represent a co-
payment for a particular service or item; an expenditure for
a service or item not covered in the benefit package; or a
service or item that was covered by the benefit package
but the maximum amount allowed for payment was
exceeded and the family had to begin paying.

Measures of Child’s Functional Status

We used the Functional Status Rating Scale [FSII(R)],
short form, to assess the children’s level of functioning.
The FSII(R) assess a child’s functioning in the areas of
social behavior, sleeping, eating, and activities. The
instrument also was specifically designed to detect
changes in a chronically ill child’s functioning across time.
The short version contains 14 items and has an alpha
coefficient of 0.80. An alpha coefficient measures the
degree to which the items on an instrument measure the
same concept.” The alpha coefficient of .80 means that
the items on the FSII(R) are consistently measuring the
same concept.

The instrument is scored from 0 to 100 with 100
representing the highest functioning. The developers
established concurrent validity by correlating the FSII(R)
measures with established measures of morbidity such as
days in hospital and school absences. The correlations
were moderate ranging from .24 to .47. A copy of the
items are contained in Appendix B.

Demographic Measures

We gathered information about the family’s race and
ethnicity, respondent’s age, total family income, and
participation in the SSI Program for children. In addition, we
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asked about the child’s age and diagnosis.

Data Analysis

Descriptive data only are presented for this phase of
the study. Specifically we will describe the following:

. The children’s demographic characteristics.

. The diagnoses (grouped together into diagnostic
categories) and the FSII(R) scores by diagnostic
category of the children in the HMOs and Medicaid.

. The amount families spent on direct and other direct
expenses expressed both in dollar amounts and as a
percentage of family income for children in the HMOs
and Medicaid.

. The amount families spent on direct and other direct
expenses expressed both in dollar amounts and as a
percentage of family income by diagnostic category
for children in the HMOs and Medicaid.

. The dollar amount spent for specific services and
items (i.e. physical therapy, supplies, medications, and
others) for children in the HMOs and Medicaid.

RESULTS

The Study Sample

Children enrolled in Medicaid varied from children in
the commercial program on several characteristics (Table
4). A higher percentage of children in Medicaid were
African-American (15% versus 8%) and from lower
income homes. Thirty percent of the Medicaid enrollees
reported an average family income of less than $9,999 per
year compared to only 13% of the commercially insured.
However, overall both groups had low incomes with 15%
or less of the respondents reporting a family income over
$35,000 per year. In addition, children in the Medicaid
program had significantly lower scores on the FSII(R) than
the commercially insured children (p<.01). When reporting
out-of-pocket expenses, it is important to note that a higher
percentage of families in the commercially insured group
when compared to the Medicare group used actual records
rather than recall to report their expenses.

More than 70 different diagnoses are represented in
this study. Given the diverse array of diagnoses, children
were classified into categories (Table 5). We used the
Social Security Administration’s diagnostic categories that
are contained in their medical listings of impairments.
Children in Medicaid had a broader range of diagnoses and
more severe diagnoses than children in the commercially
insured group. The most striking example can be found in
the respiratory category. Ninety-two percent of the
commercially insured children in the respiratory category
had a diagnosis of asthma compared to only 2% of the
children receiving Medicaid. Children who received
Medicaid and were classified in the respiratory category
had diagnoses including: ventilator dependency, cystic

fibrosis, and chronic respiratory failure.

The greatest similarity in diagnoses was found in the
category of mental and emotional disorders. Attention
deficit disorder (ADD) or attention deficit hyperactivity
disorder (ADHD) were the most frequently occurring
conditions with 80% of the commercially insured children
and 74% of the children in Medicaid in this category having
one of these two diagnoses. Depression and mental
retardation were also seen in this category for both
groups.

In addition to classifying into diagnostic groups, we
obtained FSII(R) scores on each child. Prior research has
documented that there is wide variability in functioning both
between and within diagnoses; therefore classifying
children according to their functioning as opposed to a
diagnostic label is a valuable approach. The children’s
FSII(R) score by diagnostic category is contained in Table
5. With the exception of neoplastic diseases, children in
Medicaid had lower scores for each diagnostic category
when compared to commercially insured children. For both
groups, children with mental and emotional disorders had
the lowest scores in functioning. However, these low
scores may reflect the fact that the instrument used
contains many items that could be indicative of a mental or
behavioral problem such as items referring to the child’s
mood, cheerfulness, and crying behavior. Few of the
items specifically refer to limitations in physical activity.

The Amount Families Spend on Direct and Other Direct
Out-of-Pocket Expenses

Given the higher functional status scores of children
in the commercially insured program, it is not surprising that
families incurred less out-of-pocket expenses in both
absolute dollar amounts and in terms of the amount spent
as a percent of family income when compared to Medicaid
enrollees. Tables 6 and 7 illustrate the amount families
spent out-of-pocket on direct and other direct expenses.
Cross-tabulations of families’ out-of-pocket expenses by
income level reveal that families with incomes below
$14,999 per year spend a disproportionate amount of their
income on caring for their children when compared to
families with incomes above that amount. While the
average amount of out-of-pocket expenses as a percent of
family income was only about 2% for the commercially
insured, these expenses represented 12% of family
income for those reporting incomes below $14,999. A
similar regressive pattern was noted for Medicaid
recipients with families at the lowest income levels paying
as much as 32% of their income to care for their children
with special needs.

Families with children in the commercial insurance
program spent about equal amounts of money per month on
direct and other direct expenses. However, families who
had children in the Medicaid program spent greater
amounts of money on other direct expenses. These other
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direct expenses included items and services that are not
traditionally covered by Medicaid or other third party
payers. Table 8 describes specific expenditures by third
party payer category. Families incurred expenses for
medications, special diets, assistive technologies, and
respite care that are not contained in the Medicaid benefit
package. Those families who received supplemental
security income (SSI) reported spending this money on
these and other items that were described in the “other
direct expense” category. Ninety percent of families
reported using the child’s SSI check for one or more of the
items or services in this category.

An important but often neglected area of out-of-pocket
expenses to the family is that of indirect expenses or the
time families spent caring for the child and lost employment
opportunities. For this report, we calculated the average
amount of time in hours that families reported spending in
caregiving activities for their children with special needs.
The number of hours spent in caregiving was obtained
through the following methods:

. Obtaining a listing of each person residing in the
household, the person’s age and relationship to the
child with special needs;

. For each person 18 years of age or older, asking if
that person spent any time providing care to the
special needs child, and if so the number of hours
spent providing that care; and

. Summing the number of caregiving hours across all
members of the household who indicated that
provided care.

We obtained the following results:

. Eighty-five percent of families whose children were
receiving Medicaid reported spending time in specific
caregiving activities. They reported spending an
average of 15.33 hours per day (+ 9.19; range 0 to 24
hours) in care provision.

. Forty-eight percent of families whose children were
commercially insured reported spending time in
specific caregiving activities. On average, these
families spent 8.76 hours per day (+ 3.2; range 0 to 11
hours) providing care.

We have several more items about families caregiving
activities and the impact that this has had on their
employment. These data will be analyzed in future work.

SUMMARY

The data contained in this report are preliminary. We
are gathering more survey data from Medicaid and from
other commercial product lines. However, some patterns
are noted in these data that have important implications
when designing health care programs and financing
mechanisms for children with special health care needs.

Families incur significant out-of-pocket expenses
when caring for their children. Lower income families bear
the heaviest financial burden with expenses as high as
32% of their total income. While families with children in the
HMOs have less expenses than those families with
children in Medicaid, they still bear out-of-pocket expenses
that take the heaviest toll on the lowest income groups.
Benefit packages must be designed that consider the broad
array of services required by children with special health
care needs including respite care and educational
technologies.

Moreover, the impact on the family in terms of their
time must be considered. Perhaps health care
expenditures can be minimized but at great personal cost to
families. Particularly for families receiving Medicaid, more
than half of their day can be spent providing care to their
children with special needs. The economic impact of this
activity must be considered.

Often it is difficult to compare out-of-pocket expenses
between different third party payers due to differences in
benefit packages. In this phase of our study, all of the
children received the same benefits. Although this is a
preliminary report, differences in out-of-pocket spending
can largely be attributed to differences in the children’s
health status. Children in Medicaid had much lower scores
on functioning when compared to children in the
commercially insured group.

Further analytic work will be conducted using
regression techniques to more fully describe the factors
influencing out-of-pocket expenses. In addition, we will
include the children’s health care use data from the claims
data bases as well as measures of the time families spend
in caregiving.
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TABLE 1. SUMMARY OF MEDICAID BENEFITS IN FLORIDA*

Category

Reimbursement

Durable Medical Equipment

Limited to one per day per recipient

District service authorization required for certain
orthotics, prosthetics, and other equipment for Medicaid
eligible EPSDT children under the age of 21

The lesser of the amount billed or the established maximum
Medicaid fee.

Home Health Care Services

Intermittent and private duty/personal care

The lesser of the amount billed or the maximum allowable

Hospice Care

Routine or continuous home care
Inpatient respite or general inpatient care

Medicaid allowable rate

Hospital Services--Inpatient

45 day limit

Hospital Services--Outpatient

$2.00 co-payment for Medicaid

Laboratory Medicaid allowable rate

Eye Care

- Refractions $3.00 co-payment

- Eyeglasses Covered every two years with a $10.00 co-pay. Only

Medicaid frames.

Physician Services

$2.00 co-payment for Medicaid; $3.00 co-payment for
commercial product line.

Podiatry Services

$2.00 co-payment for Medicaid. Certain limitations.

Prescription Drugs

31 day supply with a $2.00 co-pay; $3.00 co-pay for
commercially insured

Occupational Therapy Services

One treatment per day; reassessments every 6 months;
minimum treatment period; Medicaid allowable rate

Physical Therapy Services

One treatment per day; reassessments every 6 months;
minimum treatment period; Medicaid allowable rate

Respiratory Therapy Services

One therapy per day; minimum treatment period of 30 minutes;
reassessment every 6 months; Medicaid allowable rate

Speech Therapy

One therapy per day; minimum treatment period of 30 minutes;
reassessment every 6 months; Medicaid allowable rate

Mental Health

20 visits per year with $5.00 co-pay

Extended Care

Varies by type of extended care required

Transportation

Emergency transport covered in full

*Does not include all benefits offered such as special waivers, birth centers, nursing homes.
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TABLE 2. TOTAL NUMBER OF CHILDREN IDENTIFIED FROM THE HEALTH CARE USE DATA BASES USING SELECTED ICD-9-CM

CODES
Category Florida Commerciall
Medicaid y
Insured
Total number of children screened for ICD-9-CM codes that may reflect a special health 307,241 27,487
care need
Total number of children enrolled within the last three months of selecting the sample 253,562 13,591
Total number of children with at least one ICD-9-CM code indicating a possible special 84,315 1,916
health care need enrolled in the last three months of selecting the sample
Percentage of enrollees with at least one ICD-9-CM code indicating a possible special 33% 14%
health care need and enrolled within the last three months of selecting the sample
TABLE 3. FAMILIES SCREENED FOR STUDY PARTICIPATION AND SURVEYS COMPLETED
Category Florida Commerciall
Medicaid y
Insured
Completed screening questions 112 547
Did not qualify 12 (10%) 128 (23%)
Qualified but refused to participate 24 32
Qualified and completed a survey 76 387
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TABLE 4. DEMOGRAPHIC CHARACTERISTICS OF THE STUDY SAMPLE

Category Children Commercially

Receiving Insured
Medicaid Children

Respondent Gender

- Female 97% 95%

- Male 3% 5%

Respondent Age 37.43 +10.90 39.55 + 9.99

Child’'s Age 9.23+£5.23 10.48 +6.21

FSII(R) Score 78.53 +18.69 87.20 + 15.33

(range 17 to 100)

(range 21 to 100)

Child’s Racial Background

- White 80% 85%
- African-American 15% 8%
- Other 5% 7%
Child’s Ethnicity

- Hispanic 11% 12%
- Non-Hispanic 89% 88%
Average Family Income

- Less than $9,999 30% 13%
- $10,000 to 14,999 17% 22%
- $15,000 to 19,999 14% 19%
- $20,000 to 24,999 12% 15%
- $25,000 to 34,999 10% 12%
- $35,000 to 44,999 7% 8%
- $45,000 or more 7% 5%
- Don't know/refused 2% 7%
Cash Assistance-SSiI for Child 35% 0%
- Used actual records to respond to question 35% 47%
- Used an estimate of expenses 65% 53%
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TABLES5. CHILDREN’S PRIMARY DIAGNOSTIC CATEGORIES AND FSII(R) SCORES

Children Receiving Medicaid (N=76) Commercially Insured Children
Category (N=387)
Percent FSII(R) Min. Max. Percent FSII(R) Min. Max.
Childre Mean Childre Mean
n Score & n Score &
Standard Standard
Deviation Deviation
Mental and Emotional 16% 67 + 20 18 100 39% 75+ 22 18 100
Disorders** 13% 69 + 206 50 100 40% 90 + 15 46 100
Respiratory System 25% 76 £ 19 28 100 4% 82 +18 24 100
Neurological 17% 86 +13 31 100 2% 92+10 53 100
Musculskeletal System 8% 80 + 18 42 100 4% 86 + 15 44 100
Special Sense Organs <1% 71+0 71 NA 3% 90 + 12 20 100
Endocrine System 4% 88 + 12 71 100 <1% 88+0 88 NA
Cardiovascular 3% 88+ 20 43 100 <1% 90+ 0 90 NA
Digestive System 6% 88 + 09 67 100 0% NA NA NA
Multiple Body Systems* 1% 76 + 10 64 100 1% 86 + 18 42 100
Genito-Urinary System <1% 670 67 NA 0% NA NA NA
Hemic and Lympahtic System <1% 100+ 0 100 NA <1% 86+0 86 NA
Neoplastic Diseases--Malignant 2% 87 +13 71 100 <1% 87+0 87 NA
Immune System 2% 96 + 07 85 100 0% NA NA NA
Growth Impairment
* Includes Down Syndrome, multiple body dysfunction, and catastrophic congenital anomalies
** Includes mental retardation
TABLE 6. DIRECT AND OTHER DIRECT EXPENSES FOR THE MONTH AND YEAR IN DOLLARS
Children Receiving Medicaid Commercially Insured Children
Category
% Mean Min. Max. % Mean Min. Max.
Reportin Reportin
g ¢}
Expense Expense

Direct Expenses Per 37% 131.89 + 392.25 0 3050 87% 28.59 +139.2 0 2562
Month
Direct Expenses Per 38% 1072 £ 14629.1 0 5780 86% 384.11 + 1582 3.00 6200
Year
Other Direct Expenses 89% 162.57 + 305.93 0 3077 63% 30.79 + 69.8 0 660
Per Month
Other Direct Expenses 89% 1444.1 £ 1779.2 0 9680 63% 689.4 + 2502.6 1.00 2890
Per Year
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TABLE 7. DIRECT AND OTHER DIRECT EXPENSES FOR THE MONTH AND Y EAR EXPRESSED ASA PERCENT OF FAMILY INCOME

Children Receiving Medicaid Commercially Insured Children
Category
% Mean Min. Max. % Mean Min Max.

Reporting Reporting

Expense Expense
Direct Expenses Per 37% 4.87 +32.4 0 698.0 87% 2.32+£10.38 0 146.4
Month
Direct Expenses Per 36% 4.33+12.2 0 128.95 87% 2.8+12.78 .10 1698.7
Year
Other Direct Expenses 89% 12.79 £ 21.9 0 129.8 63% 211+6.2 0 72.0
Per Month
Other Direct Expenses 88% 11.25+25.6 0 487.0 63% 2.25+10.98 .04 1587.6
Per Year

TABLE 8. SPECIFIC EXPENSES IN DOLLARS FOR CHILDREN IN MEDICAID AND COMMERCIALLY INSURED

Children Receiving Medicaid Commercially Insured Children
Category

Percent Cost/Month in Percent Cost/Month in

Incurring Dollars Mean and Incurring Dollars Mean and

Expense Standard Expense Standard

Deviation Deviation

Physical Therapy 1% 70.0 £ 98.9 <1% 175 + 168.5
Occupational Therapy 1% 71.0£97.6 0% 0
Speech Therapy 1% 50.1 £ 86.5 <1% 15.0+21.2
Skilled Nursing 0% 0 <1% 600 + 848.6
Personal Attendant <1% 400.0+0 <1% 85+0
Respiratory Therapy and Supplies 1% 45.0 + 35.3 9% 7.5+26.4
Day Care 2% 147.25 £ 97.2 <1% 50.0 + 70.7
Counseling 3% 25.2+21.7 22% 7.8+13.7
Doctors Visits 11% 82.1 £123.78 88% 8.5+27.6
Hospital 4% 500.0 + 1,110.0 9% 16.5 + 80
Respite Care 11% 85.7 + 226.8 2% 59.3 £119.2
Medications 24% 31.0+52.7 90% 10.3+31.5
Special Diet 14% 110.5 £ 98.7 6% 94.0 £ 132.6
Medical Supplies 17% 24.6 +32.7 11% 6.5 +10.7
Special Clothing 18% 62.8 +54.1 5% 30.1+315
Home Medical Equipment 7% 31.4+£60.9 7% 16.9 +54.9
Diapers 38% 61.8 +66.3 3% 31.33+45.7
Assistive Technologies 3% 339.1 + 328.2 0% 0
Educational Services 2% 37.1+38.9 2% 21.6+41.8
Additional Phone Charges 24% 20.0+25.1 10% 13.4 +24.0
Additional Utility Bills 13% 56.4 + 58.7 11% 45.8 £ 48.9
Higher Health Insurance Premiums 1% 167.6 £ 143.0 2% 21.5+27.7
Additional Health Insurance 1% 237.6 £ 217.2 <1% 16.6 £ 28.7
Transportation to Doctor 31% 41.4 £ 63.9 58% 7.5+152
Emergency Transportation 0% 0 0% 0
Home Modifications 7% 52.1+103.6 5% 23.6 +65.2
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APPENDIX A. ICD-9-CM CODES USED TO IDENTIFY CHILDREN
FROM THE CLAIMS/ENCOUNTER DATA

Code Condition
042 Human Immunodeficiency Virus (HIV)/AIDS
(Use additional codes to identify all manifestations of HIV)
142 Malignant Neoplasm of Major Salivary Glands
142.0 Parotid gland
142.1 Submandibular gland
142.2 Sublingual gland
142.8 Other major salivary glands
142.9 Salivary gland, unspecified
147.0 Superior wall
147.1 Posterior wall
147.2 Lateral wall
147.3 Anterior wall
147.8 Other specified sites of nasopharynx
147.9 Nasopharynx, unspecified
155 Malignant Neoplasm of Liver and Intrahepatic Bile Ducts
155.0 Liver, primary
155.1 Intrahepatic bile ducks
155.2 Liver, not specified as primary or secondary
158 Malignant Neoplasm of Retroperitoneum and Peritoneum
158.0 Retroperitoneum
158.8 Specified parts of peritoneum
158.9 Peritoneum, unspecified
170 Malignant Neoplasm of Bone and Articular Cartilage
170.0 Bones of skull and face, except mandible
170.1 Mandible
170.2 Vertebral column, excluding sacrum and caccyx
170.3 Ribs, sternum, and clavicle
170.4 Scapula and long bones of upper limb
170.5 Short bones of upper limb
170.6 Pelvic bones, sacrum, and coccyx
170.7 Long bones of lower limb
170.8 Short bones of lower limb
170.9 Bone and articular cartilage, site unspecific
171 Malignant Neoplasm of Connective and Other Soft Tissue
171.0 Head, face, and neck
171.2 Upper limb, including shoulder
171.3 Lower limb, including hip
171.4 Thorax
1715 Abdomen
171.6 Pelvis
171.7 Trunk, unspecified
171.8 Other specific sties of connective and other soft tissue
171.9 Connective and other soft tissue, site unspecified
189 Maligant Neoplasm of Kidney and other Unspecified Urinary Organs
189.0 Kidney, except pelvis
189.1 Renal pelvis
189.9 Urinary organ, site unspecified
190 Malignant Neoplasm of Eye
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Code

Condition

190.0 Eyeball, except conjunctiva, cornea, retina, and choriod
190.5 Retina
191.0 Cerebrum, except lobes and ventricles
191.1 Frontal lobe
191.2 Temporal lobe
191.3 Parietal lobe
191.4 Occipital lobe
191.5 Ventricles
191.6 Cerebellum NOS
191.7 Brain stem
191.8 Other parts of brain
191.9 Brain, unspecified
192 Malignant Neoplasm of Other Unspecified Parts of Nervous
192.0 Cranial nerves
192.1 Cerebral meninges
192.2 Spinal cord
192.3 Spinal meninges
192.8 Other specified sites of nervous system
192.9 Nervous system, part unspecified
196 Secondary and Unspecified Malignant Neoplasm of Lymph Nodes
196.0 Lymph nodes of head, face, and neck
196.1 Intrathoracic lymph nodes
196.2 Intra-abdominal lymph nodes
196.3 Lymph nodes of axilla and upper limb
196.5 Lymph nodes of inguinal region and lower limb
196.6 Intrapelvic lymph nodes
196.8 Lymph nodes of multiple sides
196.9 Site unspecific
197 Secondary Maligant Neoplasm of Respiratory and Digestive System
197.0 Lung
197.1 Mediastium
197.2 Pleura
197.3 Other respiratory organs
197.4 Small intestine, including duodenum
197.5 Large intestine and rectum
197.6 Retroperitoneum and peritoneum
197.7 Liver, specified as secondary
197.8 Other digestive organs and spleen
200 Lymphosarcoma and Reticulosarcoma
200.0 Reticulosarcoma
200.1 Lymphosarcoma
200.2 Burkitt’s tumor or lymphoma
200.8 Other named variants
201 Hodgkin’s Disease
201.0 Hodgkin’s paragranuloma
201.1 Hodgkin’s granuloma
201.2 Hodgkin’s sarcoma
201.4 Lymphocytic-histiosytic predominance
201.5 Nodular sclerosis
201.6 Mixed cellularity
201.7 Lymphocytic depletion
201.9 Hodgkin's disease, unspecified
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Code

Condition

202 Other Malignant Neoplasms of Lymphoid and Histiocytic Tissue
202.3 Malignant histiocytosis
202.4 Leukemic reticuloendotheliosis
202.5 Letter-Siwe disease
202.8 Other lymphomas
202.9 Other and unspecified malignant neoplasms of lymphoid and histiocytic tissue
204 Lymphoid Leukemia
204.0 Acute
204.1 Chronic
204.8 Other lymphoid leukemia
205 Myeloid Leukemia
205.0 Acute
205.1 Chronic
205.2 Subacute
205.3 Myeloid sarcoma
205.8 Other myeloid leukemia
205.9 Unspecified myeloid laukemia
206 Monocytic Leukemia
206.0 Acute
206.1 Chronic
206.2 Subacute
206.8 Other monocytic leukemia
206.9 Unspecified monocytic leukemia
207 Other Specified Leukemia
207.0 Acute erythremia and erythroleukemia
207.1 Chronic erythremia
207.2 Megakaryocytic leukemia
207.8 Other specified leukemia
208 Leukemia of Unspecified Cell Type
208.0 Acute
208.1 Chronic
208.2 Subacute
208.8 Other leukemia of unspecified cell type
208.9 Unspecified leukemia
210 Benign Neoplasm of Lip, Oral Cavity, and Pharynx
210.0 Lip
210.1 Tongue
210.2 Major salivary glands
210.4 Other and unspecified parts of the mouth
210.5 Tonsil
210.6 Other parts of oropharynx
210.7 Nasopharynx
210.8 Hypopharynx
210.9 Pharynx, unspecified
213 Benign Neoplasm of Bone and Articular Cartilage
213.7 Long bone of lower limb
215 Other Benign Neoplasm of Connective and Other Soft Tissue
216 Benign Neoplasm of Skin
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225 Benign Neoplasm of Brain and Other Parts of Nervous System
225.0 Brain
228 Hemangioma and Lymphangioma, any site
228.0 Hemangioma, any site
228.00 Of unspecified site
228.01 Of skin and subcutaneous tissue
228.02 Of intracranial structures
228.03 Of retina
228.04 Of intra-abdominal structures
228.09 Of other sites
228.1 Lymphangioma, any site
229 Benign Neoplasm of Other and Unspecified Sites
229.0 Lymph nodes
229.8 Other specified sites
229.9 Site unspecified
237 Neoplasm of Uncertain Behavior of Endocrine Glands and Nervous System
237.70 Neurofibromatosis, unspecified
237.71 Neurofibromatosis, Type | [von Recklinghousen’s disease]
237.72 Neurofibromatosis, Type Il [acoustic neurofibromatosis]
250 Diabetes Mellitos, Type | [insulin dependent type] [IDDM] [ juvenile type], uncontrolled
250.0 Diabetes mellitus without mention of complication
250.1 Diabetes with ketoacidosis
250.2 Diabetes with hyperosmolarity
250.3 Diabetes with other coma
250.4 Diabetes with renal manifestations
250.5 Diabetes with ophthalmic manifestations
277 Other and Unspecified Disorders of Metabolism
277.0 Cystic fibrosis
277.00 Without mention of meconium ileus
277.01 With meconium ileus
282 Hereditary Hemolytic Anemias
282.60 Sickle-cell anemia, unspecified
282.61 Hb-S disease without mention of crisis
282.62 Hb-S disease with mention of crisis
282.63 Sickle-cell/Hb-C disease
282.69 Other
292 Drug Psychoses
292.0 Drug withdrawal syndrome
292.11 Drug-induced organic delusional syndrome
292.12 Drug-induced hallucinosis
292.2 Pathological drug intoxication
293 Transient Organic Psychotic Conditions
293.0 Acute delirium
293.1 Subacute delirium
293.8 Other specified transient organic mental disorders
293.81 Organic delusional syndrome
293.82 Organic hallucinosis syndrome
293.83 Organic affective syndrome
293.89 Other
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293.9 Unspecified transient organic mental disorder
294 Other Organic Psychotic Conditions (Chronic)
294.1 Dementia in conditions classified elsewhere
295 Schizophrenic Disorders [0=unspecified] [1=subchronic] [2=chronic] [3=subchronic with acute exacerbation]
[4=chronic with acute exacerbation] [5=in remission]
295.1 Disorganized type
295.2 Catatonic type
295.3 Paranoid type
295.4 Acute schizophrenic episode
295.5 Latent schizophrenia
295.6 Residual schizophrenia
295.7 Schizo-affective type
295.8 Other specified types of schizophrenia
295.9 Unspecified schizophrenia
296 Affective Psychoses
296.2 Major depressive disorder, single episode
296.3 Major depressive disorder, recurrent episode
296.9 Other and unspecified affective psychosis
299 Psychoses with Origin Specific to Childhood
299.0 Infantile autism
299.1 Disintegrative psychosis
299.8 Other specified early childhood psychoses
299.9 Unspecified
300 Neurotic Diseases
300.0 Anxiety states
300.00 Anxiety states, unspecified
300.01 Panic disorder
300.02 Generalized anxiety disorder
300.09 Other
300.10 Hysteria, unspecified
300.11 Conversion disorder
300.12 Psychogenic amnesia
300.13 Psychogenic fugue
300.16 Factitious illness with psychological symptoms
300.19 Other and unspecified factitious illness
300.20 Phobia, unspecified
300.3 Obsessive-compulsive disorder
300.4 Neurotic depression
300.5 Neurasthenia
300.7 Hypochondriasis
300.8 Other neurotic disorders
300.81 Somatization disorder
300.9 Unspecified neurotic disorder
301 Personality Disorders
301.10 Affective personality disorder, unspecified
301.20 Schizoid personality disorder, unspecified
301.50 Histrionic personality disorder, unspecified
301.51 Chronic factitious illness with physical symptoms
301.59 Other histrionic personality disorder
301.7 Antisocial personality disorder
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302 Sexual Deviations and Disorders
302.3 Transvestitism
302.50 With unspecified sexual history
302.51 With asexual history
302.52 With homosexual history
302.53 With heterosexual history
302.6 Disorders of psychosexual identity
302.85 Gender identify disorder of adolescent or adult life
306 Physiological Malfunction Arising from Mental Factors
306.0 Musculoskeletal
306.3 Skin
306.4 Gastrointestinal
307 Special Symptoms or syndromes, Not Elsewhere Classified
307.0 Stammering and stuttering
307.1 Anorexia nervosa
307.2 Tics
307.20 Tic disorder, unspecified
307.21 Transient tic disorder of childhood
307.22 Chronic motor tic disorder
307.23 Gilles de la Tourette’s disorder
307.3 Stereotyped repetitive movements
307.40 Nonorganic sleep disorder, unspecified
307.41 Transient disorder of initiating or maintaining sleep
307.42 Persistent disorder of initiating or maintaining sleep
307.43 Transient disorder of initiating or maintaining sleep
307.46 Somnambulism or night terros
307.47 Other dysfunction’s of sleep stages or arousal from sleep
307.50 Eating disorder, unspecified
307.51 Bulimia
307.52 Pica
307.53 Psychogenic rumination
307.54 Psychogenic vomiting
307.59 Other
307.6 Enuresis
307.7 Encopresis
307.80 Psychogenic pain, site unspecified
307.81 Tension headache
307.9 Other and unspecified special symptoms or syndromes, not elsewhere classified
308 Acute Reaction to Stress
308.0 Predominant disturbance of emotions
308.1 Predominant disturbance of consciousness
308.2 Predominant psychomotor disturbance
308.3 Other acute reactions to stress
308.4 Mixed disorders as reaction to stress
308.9 Unspecified acute reaction to stress
309 Adjustment Reaction
309.0 Brief depressive reaction
309.1 Prolonged depressive reaction
309.21 Separation anxiety disorder
309.22 Emancipation disorder of adolescence and early adult life
309.23 Specific academic or work inhibition
309.24 Adjustment reaction with anxious mood
309.28 Adjustment reaction with mixed emotional features
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309.3 With predominant disturbance of conduct
309.4 With mixed disturbance of emotions and conduct
309.82 Adjustment reaction with physical symptoms
309.83 Adjustment reaction with withdrawal
309.89 Other
309.9 Unspecified adjustment reaction
310 Specific Nonpsychotic Mental Disorders Due to Organic Brain Damage
310.2 Postconcussion syndrome
310.8 Other specified nonpsychotic mental disorders following organic brain damage
312 Disturbance of Conduct, Not Elsewhere Classified
312.0 Undersocialized conduct disorder, aggressive type
312.1 Undersocialized conduct disorder, unaggressive type
312.2 Socialized conduct disorder
312.30 Impulse control disorder, unspecified
312.31 Pathological gambling
312.32 Kleptomania
312.33 Pyromania
312.34 Intermittent explosive disorder
312.35 Isolated explosive disorder
312.39 Other
312.4 Mixed disturbance of conduct and emotions
312.8 Other specified disturbances of conduct, not elsewhere classified
312.81 Conduct disorder, childhood onset type
312.82 Conduct disorder, adolescent onset type
312.89 Other conduct disorder
312.9 Unspecified disturbance of conduct
313 Disturbance of Emotions Specific to Childhood and Adolescence
313.0 Overanxious disorder
313.1 Misery and unhappiness disorder
313.2 Sensitivity, shyness, and social withdrawal disorder
313.3 Relationship problems
313.81 Oppositional disorder
313.82 Identity disorder
313.83 Academic underachievement disorder
313.89 Other
314 Hyperkinetc Syndrome of Childhood
314.00 Without mention of hyperactivity
314.01 With hyperactivity
314.1 Hyperkinesis with developmental delay
314.2 Hyperdinetic conduct disorder
314.8 Other specified manifestations of hyperkinetc syndrome
314.9 Unspecified hyperkinetic syndrome
315 Specific Delays in Development
315.0 Specific reading disorder
315.00 Reading disorder, unspecified
315.01 Alexia
315.02 Developmental dyslexia
315.09 Other
315.1 Specific arithmetical disorder
315.2 Other specific learning difficulties
315.3 Developmental speech or language disorder
315.31 Developmental language disorder
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315.39 Other
315.4 Coordination disorder
315.5 Mixed development disorder
315.8 Other specified delays in development
315.9 Unspecified delay in development
316 Psychic Factors Associated with Diseases Classified Elsewhere
317 Mild Mental Retardation
318 Other Specified Mental Retardation
318.0 Moderate mental retardation
318.1 Severe mental retardation
318.2 Profound mental retardation
319 Unspecified mental retardation
330 Cerebral Degenerations Usually Manifest in Childhood
330.0 Leukodystrophy
330.1 Cerebral lipidoses
330.2 Cerebral degeneration in generalized lipidoses
330.8 Other specified cerebral degenerations in childhood
330.9 Unspecified cerebral degenerations in childhood
331 Other Cerebral Degenerations
331.1 Pick’s disease
331.3 Communicating hydrocephalus
331.4 Obstructive hydrocephalus
343 Infantile Cerebral Palsy
343.0 Diplegic
343.1 Hemiplegic
343.2 Quadriplegic
343.3 Monoplegic
343.4 Infantile hemiplegia
343.8 Other specified cerebral palsy
343.8 Other specified infantile cerebral palsy
343.9 Infantile cerebral palsy, unspecified
344 Other Paralytic Syndromes
344.0 Quadriplegia and quadriparesis
344.00 Quadriplegia, unspecified
344.01 C1-C4, complete
344.02 C1-C4, incomplete
344.03 C5-C7, complete
344.04 C5-C7, incomplete
344.09 Other
344.1 Paraplegia
344.2 Diplegia of upper limbs
344.3 Monoplegia of lower limb
344.30 Affecting unspecified side
344.31 Affecting dominant side
344.32 Affecting nondominant side
344.4 Monoplegia or upper limb
344.40 Affecting unspecified side
344.41 Affecting dominant side
344.42 Affecting nondominant side
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344.5 Unspecified monoplegia
344.6 Cauda equina syndrome
344.60 Without mention of neurogenic bladder
344.61 With neurogenic bladder
344.8 Other specified paralytic syndromes
344.81 Locked-in state
344.89 Other specified paralytic syndrome
345 Epilepsy
345.0 Generalized nonconvulsive epilepsy
345.1 Generalized convulsive epilepsy
345.2 Petit mal status
345.3 Grand mal status
345.4 Partial epilepsy, with impairment of consciousness
345.5 Partial epilepsy, without mention of impairment of consciousness
345.6 Infantile spasms
345.8 Other forms of epilepsy
345.9 Epilepsy, unspecified
369 Blindness and Low Vision
369.00 Impairment level not further specified
369.10 Impairment level not further specified
369.3 Unqualified visual loss, both eyes
369.4 Legal blindness, as defined in U.S.A.
369.60 Impairment level not further specified
369.61 One eye: total impairment; other eye: not specified
369.70 Impairment level not further specified
370 Keratitis
370.0 Corneal ulcer
370.00 Corneal ulcer, unspecified
389 Hearing Loss
389.00 Conductive hearing loss
389.01 Conductive hearing loss, external ear
389.02 Conductive hearing loss, tympanic membrane
389.03 Conductive hearing loss, middle ear
389.04 Conductive hearing loss, inner ear
389.08 Conductive hearing loss of combined types
389.1 Sensorineural hearing loss
389.10 Sensorineural hearing loss, unspecified
389.11 Sensory hearing loss
389.12 Neural hearing loss
389.14 Central hearing loss
389.18 Sensorineural hearing loss of combined types
389.2 Mixed conductive and Sensorineural hearing loss
389.7 Deaf mutism, not elsewhere classifiable
389.8 Other specified forms of hearing loss
389.9 Unspecified hearing loss
394 Diseases of Mitral Valve
394.0 Mitral stenosis
394.1 Rheumatic mitral insufficiency
394.2 Mitral stenosis with insufficiency
394.9 Other and unspecified mitral valve diseases
395 Diseases of Aortic Valve
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395.0 Rheumatic aortic stenosis
395.1 Rheumatic aortic insufficiency
395.2 Rheumatic aortic stenosis with insufficiency
395.9 Other and unspecified rheumatic aortic diseases
396 Diseases of Vitral and Aortic Valves
396.0 Mitral valve stenosis and aortic valve stenosis
396.1 Mitral valve stenosis and aortic valve insufficiency
396.2 Mitral valve insufficiency and aortic valve stenosis
396.3 Mitral valve insufficiency and aortic valve insufficiency
396.8 Multiple involvement of mitral and aortic valves
396.9 Mitral and aortic valve diseases, unspecified
493 Asthma
493.0 Extrinsci asthma
493.1 Intrinsic asthma
493.2 Chronic obstructive asthma
493.9 Asthma, unspecified
494 Bronchiectasis
580 Acute Glomerulonephritis
581 Nephrotic Syndrome
581.0 With lesion of proliferative glomerulonephritis
581.1 With lesion of membranous glomerulonephritis
581.2 With lesion of membranoproliferative glomerulonephritis
581.3 With lesion of minimal change glomerulonephritis
581.81 Nephrotic syndrome in diseases classified elsewhere
581.89 Other
581.9 Nephrotic syndrome with unspecified pathological lesion in kidney
584 Acute Renal Failure
584.5 With lesion of tubular necrosis
584.6 With lesion of renal cortical necrosis
584.7 With lesion of renal medullary (papillary) necrosis
584.8 With other specified pathological lesion in kidney
584.9 Acute renal failure, unspecified
585 Chronic Renal Failure
586 Renal Failure, Unspecified
587 Renal Sclerosis, Unspecified
588 Disorders Resulting From Impaired Renal Function
588.0 Renal osteodystrophy
588.1 Nephrogenic diabetes insipidus
588.8 Other specified disorders resulting from impaired renal function
588.9 Unspecified disorder resulting from impaired renal function
589 Small Kidney of Unknown Cause
589.0 Unilateral small kidney
589.1 Bilateral small kidneys
589.9 Small kidney, unspecified
714 Rheumatoid Arthritis and Other Inflammatory Polyarthropathies
714.3 Juvenile chronic polyarthritis
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714.30 Polyarticular juvenile rheumatoid arthritis, chronic or unspecified
714.31 Polyarticular juvenile rheumatoid arthritis, acute
714.32 Pauciarticular juvenile rheumatoid arthritis
714.33 Monoarticular juvenile rheumatoid arthritis
741 Spina Bifida
741.0 With hydrocephalus
741.9 Without mention of hydrocephalus
742.0 Encephalocele
742.1 Microcephalus
742.2 Reduction deformities of brain
742.3 Congenital hydrocephalus
744 Congenital Anomalies of Ear, Face, and Neck
744.5 Webbing of neck
744.83 Macrostomia
744.84 Microstomia
744.9 Unspecified anomalies of face and neck
745 Bulbus Cordis Anomalies and Anomalies of Cardiac Septal Closure
745.0 Common truncus
745.1 Transposition of great vessels
745.12 Carrected transportation of great vessels
745.19 Other
745.2 Tetralogy of fallot
745.3 Common ventricle
745.4 Ventricular septal defect
745.5 Ostium secundum type atrial septal defect
745.6 Endocardial cushion defects
745.60 Endocardial cushion defect, unspecified type
745.61 Ostium primum defect
745.69 Other (absence of atrial septum, atrioventricular canal type ventricular septal defect, common atriventricular
canal, common atrium)
745.7 Cor biolculare
745.8 Other
745.9 Unspecified defect of septal closure
746 Other Congenital Anomalies of Heart
746.0 Anomalies of pulmonary valve
746.00 Pulmonary valve anomly, unspecified
746.01 Atresia, congenital
746.02 Stenosis, congenital
746.09 Other
746.1 Tricuspid atresia and stenosis, congenital
746.2 Ebstein’s anomaly
746.3 Congenital stenosis of aortic valve
746.4 Congenital insufficiency of aortic valve
746.5 Congenital mitral stenosis
746.6 Congenital mitral insufficiency
746.7 Hypoplastic left heart syndrome
746.8 Other specified anomalies of heart
746.81 Subaortic stenosis
746.82 Cor triatriatum
746.83 Infundibular pulmonic stenosis
746.84 Obstructive anomalies of heart, not elsewhere classified
746.85 Coronary artery anomaly
746.86 Congenital heart block
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746.87 Malposition of heart and cardiac apex
746.89 Other
746.9 Unspecified anomaly of heart
747 Other Congenital Anomalies of Circulatory System
747.0 Patent ductus arteriosus
747.1 Coarctation of aorta
747.2 Other anomalies of aorta
747.20 Anomaly of aorta, unspecified
747.21 Anomalies of aortic arch
747.22 Atresia and stenosis of aorta
747.29 Other
747.3 Anomalies of pulmonary artery
747.4 Anomalies of great veins
747.40 Anomaly of great veins, unspecified
747.41 Total anomalous pulmonary venous connection
747.42 Partial anomalous pulmonary venous connection
747.49 Other anomalies of great veins
747.5 Absence or hypoplasia of umbilical artery
747.6 Other anomalies of peripheral vascular system
747.60 Anomaly of the peripheral vascular system, unspecified site
747.81 Anomalies of cerebrovascular system
748 Congenital Anomalies of Respiratory System
748.0 Choanal atresia
749 Cleft Palate and Cleft Lip
749.00 Cleft palate, unspecified
749.01 Unilateral, complete
749.02 Unilateral, incomplete
749.03 Bilateral, complete
749.04 Bilateral, incomplete
749.1 Cleft lip
749.10 Cleft lip, unspecified
749.11 Unilateral, complete
749.12 Unilateral, incomplete
749.13 Bilateral, complete
749.14 Bilateral, incomplete
749.20 Cleft palate with cleft lip, unspecified
749.21 Unilateral, complete
749.22 Unilateral, incomplete
749.23 Bilateral, complete
749.24 Bilateral, incomplete
749.25 Other combinations
750 Other Congenital Anomalies of Upper Alimentary Tract
750.4 Other specified anomalies of esophagus
750.5 Congenital hypertrophic pyloric stenosis
751 Other Congenital Anomalies of Stomach
751.0 Meckel’s diverticulum
751.1 Atresia and stenosis of small intestine
751.2 Atresia and stenosis of large intestine, rectum, and anal canal
751.3 Hirschsprung’s disease and other congenital functional disorders of colon
751.4 Anomalies of intestinal fixation
751.5 Other anomalies of intestine
751.6 Anomalies of gallbladder, bile ducts, and liver
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751.60 Unspecified anomaly of gallbladder, bile ducts, and liver
751.61 Biliary atresia
751.62 Congenital cystic disease of liver
751.69 Other anomalies of gallbladder, bile ducts, and liver
751.7 Anomalies of pancreas
751.8 Other specified anomalies of digestive system
754 Certain Congenital Musculoskeletal Deformities
754.11 Double outlet right ventricle
758 Chromosomal Anomalies
758.0 Down’s syndrome
758.1 Patau’s syndrome
758.2 Edwards’s syndrome
758.3 Autosomal deletion syndomes
758.4 Balanced autosomal translocation in normal individual
758.6 Gonadal dysgenesis
758.7 Klinefelter's syndrome
758.8 Other conditions due to sex chromosome anomalies
758.9 Conditions due to anomaly of unspecified chromosome
765 Disorders Relating to Short Gestation and Unspecified Low Birth Weight
765.0 Extreme immaturity
765.1 Other preterm infants
766 Disorders Relating to Long Gestation and High Birth Weight
766.0 Exceptionally large baby
766.1 Other “heavy-for-dates” infants
766.2 Post-term infant, not “heavy-for-dates”
770 Other Respiratory Conditions of Fetus and Newborn
770.0 Congenital pneumonia
770.1 Meconium aspiration syndrome
770.2 Interstitial emphysema and related conditions
770.3 Pulmonary hemorrhage
770.4 Primary atelectasis
770.5 Other and unspecified atelectasis
770.6 Transitory tachypnea of newborn
770.7 Chronic respiratory disease arising in the perinatal period
770.8 Other respiratory problems after birth
770.9 Unspecified respiratory condition of fetus and newborn
771 Infectious Specific to the Perinatal Period
771.0 Congenital rebella
771.1 Congenital cytomegalovirus infection
771.2 Other congenital infections
800 Fracture of Vault of Skull
800.0 Closed without mention of intracranial injury
800.1 Closed with cerebral laceration and contusion
800.2 Closed with subarachnoid, subdural, and extradural hemorrhage
800.3 Closed with other and unspecified intracranial hemorrhage
800.4 Closed with intracranial injury of other and unspecified nature
800.5 Open without mention of intracranial injury
800.6 Open with cerebral laceration and contusion
800.7 Open with subarachnoid, subdural, and extradural hemorrhage
800.8 Open with other and unspecified intracranial hemorrhage
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800.9 Open with intracranial injury of other and unspecified nature
801 Fracture of Base of Skull

801.0 Closed without mention of intracranial injury

801.1 Closed with cerebral laceration and contusion

801.2 Closed with subarachnoid, subdural, and extradural hemorrhage

801.3 Closed with other and unspecified intracranial hemorrhage

801.4 Closed with intracranial injury of other and unspecified nature

801.5 Open without mention of intracranial injury

801.6 Open with cerebral laceration and contusion

801.7 Open with subarachnoid, subdural, and extradural hemorrhage

801.8 Open with other and unspecified intracranial hemorrhage

801.9 Open with intracranial injury of other and unspecified nature
802 Fracture of Face Bones

802.0 Nasal bones, closed

802.1 Nasal bones, open

802.2 Mandible, closed

802.20 Unspecified site

802.21 Condylar process

802.22 Subcondylar

802.23 Coronoid process

802.24 Ramus, unspecified

802.25 Angle of jaw

802.26 Symphysis of body

802.27 Alveolar border of body

802.28 Body, other and unspecified

802.29 Multiple sites

802.3 Mandible, open

802.30 Unspecified site

802.31 Condylar process

802.32 Subcondylar

802.33 Coronoid process

802.34 Ramus, unspecified

802.35 Angle of jaw

802.36 Symphysis of body

802.37 Alveolar border of body

802.38 Body, other and unspecified

802.39 Multiple sites

802.4 Malar and maxillary bones, closed

802.5 Malar and maxillary bones, open

802.6 Orbital floor (blow-out), closed

802.7 Orbital floor (blow-out), open
803 Other Unqualified Skull Fractures

803.0 Closed without mention of intracranial injury

803.1 Closed with cerebral laceration and contusion

803.2 Closed with subarachnoid, subdural, and extradural hemorrhage

803.3 Closed with other and unspecified intracranial hemorrhage

803.4 Closed with intracranial injury of other and unspecified nature

803.5 Open without mention of intracranial injury

803.6 Open with cerebral laceration and contusion

803.7 Open with subarachnoid, subdural, and extradural hemorrhage

803.8 Open with other and unspecified intracranial hemorrhage

803.9 Open with intracranial injury of other and unspecified nature
806 Fracture of Vertebral Column with Spinal Cord Injury

Tab 6 - Page 77




Code

Condition

806.0

806.00
806.01
806.02
806.03
806.04
806.05
806.06
806.07
806.08
806.09
806.1

806.10

806.11
806.12
806.13
806.14
806.15
806.16
806.17
806.18
806.19
806.2

806.20
806.21
806.22
806.23
806.24
806.25
806.26
806.27
806.28
806.29
806.3

806.30
806.31
806.32
806.33

806.34
806.35
806.36
806.37
806.38
806.39
806.4

806.5

806.6

806.60
806.61
806.62
806.69
806.7

806.70
806.71
806.72
806.79

Cervical, closed

C1-C4 level with unspecified spinal cord injury
C1-C4 level with complete lesion of cord

C1-C4 level with anterior cord syndrome

C1-C4 level with central cord syndrome

C1-C4 level with other specified spinal cord injury
C5-C7 level with unspecified spinal cord injury
C5-C7 level with complete lesion of cord

C5-C7 level with anterior cord syndrome

C5-C7 level with central cord syndrome

C5-C7 level with other specified spinal cord injury
Cervical, open

C1-C4 level with unspecified spinal cord injury
C1-C4 level with complete lesion of cord

C1-C4 level with anterior cord syndrome

C1-C4 level with central cord syndrome

C1-C4 level with other specified spinal cord injury
C5-C7 level with unspecified spinal cord injury
C5-C7 level with complete lesion of cord

C5-C7 level with anterior cord syndrome

C5-C7 level with central cord syndrome

C5-C7 level with other specified spinal cord injury
Dorsal [Thoracic], closed

T1-T6 level with unspecified spinal cord injury
T1-T6 level with complete lesion of cord

T1-T6 level with anterior cord syndrome

T1-T6 level with central cord syndrome

T1-T6 level with other specified spinal cord injury
T5-T12 level with unspecified spinal cord injury
T5-T12 level with complete lesion of cord

T5-T12 level with anterior cord syndrome

T5-T12 level with central cord syndrome

T5-T12 level with other specified spinal cord injury
Dorsal [Thoracic], open

T1-T6 level with unspecified spinal cord injury
T1-T6 level with complete lesion of cord

T1-T6 level with anterior cord syndrome

T1-T6 level with central cord syndrome

T1-T6 level with other specified spinal cord injury
T5-T12 level with unspecified spinal cord injury
T5-T12 level with complete lesion of cord

T5-T12 level with anterior cord syndrome

T5-T12 level with central cord syndrome

T5-T12 level with other specified spinal cord injury
Lumbar, closed

Lumbar,open

Sacrum and coccyx, closed

With unspecified spinal cord injury

With complete cauda equina lesion

With other cauda equina injury

With other spinal cord injury

Sacrum and coccyx, open

With unspecified spinal cord injury

With complete cauda equina lesion

With other cauda equina injury

With other spinal cord injury
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806.8 Unspecified, closed
806.9 Unspecified, open
807 Fracture of Rib(s), Sternum, Larynx, and Trachea
940 Burn Confined to Eye and Adnexa
940.0 Chemical burn of eyelids and periocular area
940.1 Other burns of eyelids and periocular area
940.2 Alkaline chemical burn of cornea and conjunctival sac
940.3 Acid chemical burn of cornea and conjunctival sac
940.4 Other burn of cornea and conjunctival sac
940.5 Burn with resulting rupture and destruction of eyeball
940.9 Unspecified burn of eye and adnexa
941 Burns of Face, Head, and Neck (include all 5th digit code)
941.0 Unspecified degree
941.1 Erythema (first degree)
941.2 Blisters, epidermal loss (second degree)
941.3 Full-thickness skin loss (third degree NOS)
941.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
941.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
942 Burn of Trunk (include all 5th digit codes)
942.0 Unspecified degree
942.1 Erythema (first degree)
942.2 Blisters, epidermal loss (second degree)
942.3 Full-thickness skin loss (third degree NOS)
942.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
942.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
943 Burn of Trunk (include all 5th digit codes)
943.0 Unspecified degree
943.1 Erythema (first degree)
943.2 Blisters, epidermal loss (second degree)
943.3 Full-thickness skin loss (third degree NOS)
943.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
943.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
944 Burn of Trunk (include all 5th digit codes)
944.0 Unspecified degree
944.1 Erythema (first degree)
944.2 Blisters, epidermal loss (second degree)
944.3 Full-thickness skin loss (third degree NOS)
944.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
944.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
945 Burn of Trunk (include all 5th digit codes)
945.0 Unspecified degree
945.1 Erythema (first degree)
945.2 Blisters, epidermal loss (second degree)
945.3 Full-thickness skin loss (third degree NOS)
945.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
945.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
946 Burns of Multiple Specified Sites
946.0 Unspecified degree
946.1 Erythema (first degree)
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946.2 Blisters, epidermal loss (second degree)
946.3 Full-thickness skin loss (third degree NOS)
946.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
946.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
947 Burn of Internal Organs
947.0 Mouth and pharynx
947.1 Larynx, trachea, and lung
947.2 Esophagus
947.3 Gastrointestinal tract
947.4 Vagina and uterus
947.8 Other specified sites
947.9 Unspecified site
948 Burns Classified According to Extent of Body Surface Involved
948.0 Burn (any degree) involving less than 10 percent of body surface (include all 5th digit codes)
948.1 10-19 percent of body surface
948.2 20-29 percent of body surface
948.3 30-39 percent of body surface
948.4 40-49 percent of body surface
948.5 50-59 percent of body surface
948.6 60-69 percent of body surface
948.7 70-79 percent of body surface
948.8 80-89 percent of body surface
948.9 90percent or more of body surface
949 Burn, Unspecified
949.0 Unspecified degree
949.1 Erythema (first degree)
949.2 Blisters, epidermal loss (second degree)
949.3 Full-thickness skin loss (third degree (NOS)
949.4 Deep necrosis of underlying tissues (deep third degree) without mention of loss of a body part
949.5 Deep necrosis of underlying tissues (deep third degree) with loss of a body part
995.5 Child maltreatment syndrome
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APPENDIX B. ITEMS USED TO MEASURE FUNCTIONAL STATUS

Enter child number and first/last name of child with special health care needs listed in Section 1, #16.

Child Number: First Name: Last Name:;

FUNCTIONAL STATUS Il (R) 14-ITEM VERSION (English)

Here are some statements that mothers have made to describe their children. Thinking about
(INDEX CHILD), during the last two weeks did he/she...

PART 1 PART 2
Never Some Almo Fully Partly Not At
of of the st All
Rarely Time Alway
s

17. Eat well 0* 1* 2. 2 1 0__ FS1
18. Sleep well 0* 1* 2 2 1 0__ FS2
19. Seem contented and cheerful o* 1* 2 2 1 0__ FS3
20. Act moody 0 1* A 2 1 0__ FS4
21. Communicate what he/she wanted 0* 1* 2 2 1 0___ FS5
22. Seem to feel sick and tired 0 1* 2% 2 1 0___ FS6
23. Occupy himself/herself 0* 1* 2_ 2 1 0__ FS7
24. Seem lively and energetic 0* 1* 2_ 2 1 0__ FS8
25. Seem unusually irritable or cross 0 1* 2% 2 1 0___ FS9
26. Sleep through the night 0* 1* 2__ 2 1 0___ FS10
27. Respond to your attention 0* 1* 2_ 2 1 0__ FS11
28. Seem unusually difficult 0 1* 2% 2 1 0__ FS12
29. Seem interested in what was going on around 0* 1* 2 2 1 0__ FS13
him/her

30. React to little things by crying 0 1* AR 2 1 0__ FS14

Copyright 1981
Ruth E.K. Stein, M.D.
Catherine K. Riessman, Ph.D.
Dorothy Jones Jessop, Ph.D.
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MANAGED CARE ENHANCEMENT PROJECT FOR CHILDREN WITH
SPECIAL HEALTH CARE NEEDS: FAMILY AND PRIMARY CARE
CLINICIAN NEEDS ASSESSMENT METHODS AND DESCRIPTION OF
SURVEY RESPONDENTS

METHODS

A needs assessment was conducted to gain a better
understanding of the needs and concerns of families of
children with special health care needs enrolled in
MassHealth Managed Care and primary care clinicians
(PCCs) in the MassHealth Primary Care Clinician Plan.
Surveys, which focussed on issues identified by the
project Advisory Committee, were utilized to identify the
needs and concerns of families and PCCs. Focus groups
were then held in order to clarify and enhance survey
data. Focus groups also provided a forum in which
participants could generate ideas and recommendations for
potential interventions to address their concerns. The
results of the assessment were used to guide the
development of appropriate interventions to enhance the
care of children with special health care needs in
MassHealth Managed Care.

Criteria Used for Defining MassHealth Population of
Children with Special Health Care Needs

In order to identify the population of children with
special health care needs enrolled in MassHealth Managed
Care, the following criteria were used: Children with
special health care needs were defined as those children
aged 18 and under who were enrolled continuously (with
no more than a 45 day break in eligibility in FY 94) in the
MassHealth Managed Care program, and who were either
(1) receiving SSI or (2) receiving AFDC and had at least
one Early Intervention claim in FY 94.

Surveys

Surveys were sent to a random sample of families of
children with special health care needs enrolled in
MassHealth and PCCs in the MassHealth PCC Plan. All
families were sent both English and Spanish versions of
the survey. Three hundred twenty-one family surveys
(including 67 Spanish versions of the survey) and 285 PCC
surveys were returned. This represents a 32% and 31%
response rate, respectively. Analysis of family survey
data did not reveal any significant differences in the
responses of English and Spanish respondents. Analysis
of PCC survey data did not reveal any significant
differences in satisfaction or needs between PCCs with
high and low proportions of children with special health
care needs in their practice, or between PCCs in different
practice types.

Focus Groups

Four family and two PCC focus groups were
conducted. The family focus groups were held in
Lawrence, Boston, Hyannis and Holyoke. The Holyoke
focus group was conducted in Spanish. The PCC focus
groups, which were comprised of PCCs from a variety of
practice types and cities and towns throughout
Massachusetts, were conducted as conference calls.

DESCRIPTION OF SURVEY RESPONDENTS

Family Respondents

321 families completed the family survey (32%
response rate). The mean age of respondents’ children
was 9.7 years, with 2.5% under 3 years of age and 52%
between 3 and 10 years of age. There was no significant
difference in age or race between respondents and non-
respondents. When asked to describe their child’s current
special health care needs, 6% described the need as a
physical limitation only, 12.5% described the need as one
that requires help with every day activities, and 33%
described the need as one resulting in difficulty with social
relationships only. The remaining respondents reported a
combination of different types of needs.

PC Respondents

285 PCCs completed the PCC survey (31% response
rate). 59% were from group practices, 17% were solo
practitioners, and 24% were from outpatient departments
or community health centers. Of the 285 respondents, 194
were eligible to complete the entire survey. (91 reported
that they either did not provide primary care for Medicaid
enrolled children under age 18 or did not provide care for
children with special health care needs, and were
therefore instructed not to continue beyond the first few
survey questions.) Therefore, 194 surveys were used for
analysis. When asked to describe their patient population
by estimating the proportion of children with special health
care needs that fall into various categories, the average
responses were as follows:
. chronic disease or 39.4% of caseload

physical disability

category
. cognitive impairment
category

30.0% of caseload
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. mental health or 32.4% of caseload
behavior impairment
category

When asked to estimate the proportion of their entire
caseload comprised of children with special health care
needs, the mean response was 10.4% (range between
1% and 100%). 60% reported that less than 10% of their
caseload was comprised of children with special health
care needs.

MANAGED CARE ENHANCEMENT PROJECT FOR CHILDREN WITH
SPECIAL HEALTH CARE NEEDS: PRIMARY CARE CLINICIAN SURVEY--
MAIL SURVEY

This survey asks about your experience and perceptions caring for children with special health care needs. It is part of the
Managed Care Enhancement Project for Children with Special Health Care Needs, a quality improvement project designed to
enhance the care of children with special health care needs enrolled in MassHealth Managed Care. It is a joint project of the
Massachusetts Department of Public Health and Division of Medical Assistance.

Your input is critical: It will help us ensure the MassHealth Managed Care addresses the needs of children with special
health care needs, their parents, and their primary care providers in the future. Responses to survey questions are strictly
confidential; only aggregate results will be reported.

Please return the survey in the enclosed envelope. If you have any questions about the survey of the project, please call
Nicole Roos at 1-800-882-1435 or Ngoc Bui-Tong at (617) 348-5720.

For purposes of this project, children with special health care needs are defined as those children aged 18 and under
who have:

12. A serious, chronic condition that is expected to last at least one year or result in death; and/or

13. A condition which has a cognitive, biologic or psychologic basis and results in sequelae which include the need for
medical care or special services at home or school; dependency on daily medical care, special diet, medical technology,
assistive device, or personal assistance in order to function; or a persistent limitation of function or activities of
childhood.

APPLICABILITY: The following questions will ensure that this survey is relevant to your practice.

1. Do you provide primary care for Medicaid enrolled children under age 18?
G Yes bnd Go to question #2
G No d End here and return the survey in the enclosed envelope. Thank you very
much of your participation.
G Don’t Know i Go to question #2

2. What percentage of the children in your entire caseload has special health care needs (given the definition
of children with special health care needs above)?

Write in percent: % If > 0%, go to question #4
If = 0% go to question #3
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3. If you do not care for children with special health care needs, what are the obstacles that prevent you from
caring for children with special health care needs?

If your response to question #2 is 0%, end here and return the survey in the enclosed envelope. Thank you
very much for your time. The information you have provided will help us improve access to care for children
with special health care needs.

If your response to question #2 > 0%, go to question #4.

YOUR PATIENT POPULATION: The following questions ask about your patient population.

4. What is your estimate of the proportion of children with special health care needs that fall into each of the
three categories: physical impairment, cognitive impairment, and mental/behavioral impairment? (NOTE:
Many children have impairments in more than one domain. We are looking for a rough estimate based on your
judgement of their primary or major impairment.)

What percent of the children with special health care needs that you care for would you say are in the...

a. Chronic disease or physical disability category %
Cognitive impairment category %
Mental health or behavior impairment category %

If the percentages do not total 100%: Is there another category that should be added? If so, what is that
category and what proportion of your children with special health care needs belong in that group?

d. Category: %
5. Do you provide care for any children who have ever used durable medical equipment, such as respirators,
oxygen, or gastrostomy tubes, on an ongoing basis?
Yes - Go to question #6
G No - Go to question #7
G Don’t Know i Go to question #7

6. Approximately how many children currently in your practice use durable medical equipment?

Write in number:

7. Do you provide care for any children who have ever received home health, skilled nursing, or private duty
nursing because of their special health care needs?

G Yes - Go to question #8
G No bnd Go to question #9
G Don’t Know hnd Go to question #9

8. Approximately how many children receiving home health, skilled nursing, or private duty nursing because
of their special health care needs are currently in your practice?

Write in number:
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PROVISION OF CARE: The following questions focus on care for children with special health care needs within your
practice.

9. Does your practice include any of the following types of clinical staff? If yes, do they assist you in the care
of children with special health care needs? (Indicate your response by writing Y for “yes” and N for “no” on the
corresponding line. If your response is “yes,” indicate whether or not they assist you in care.)

Included in your practice? If so, do they assist in care?
Types YIN YIN

a Nurse Practitioners

b Physician Assistants

c Clinical Social Workers

d. Registered Nurses

e Licensed Practical Nurses
f Medical technicians

g Other (describe below:)
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10.

Some practices have made adaptations or modifications to accommodate children with special health care

needs, because of the volume of such patients that they treat or for other reasons. For each of the

adaptations listed below, indicate with an X whether your practice (1) already has it, or the modification is not applicable;
(2) is planning to have it within the next 3 years; (3) may consider it at some point in the future; or (4) does not expect to
have or consider this adaptation/modification.

Already Is May Not
Adaptation/Modification Has or N/A Planning Consider Considering

a. Removing steps
Adding automatic doors or ramps
Purchasing adaptive medical equipment for
office

d. Allocating more time per visit to children with
special health care needs

e. Home visits/house calls

f. Other (describe below:)

SPECIALISTS: The following questions ask about your experience with specialty referrals for children with special health
care needs.

11.

12.

13.

14.

Thinking about referrals you make for children with special health care needs, how often would you say
they are to pediatric subspecialists?

G Always

G Usually

G Sometimes

G Never

How often do you identify specific questions you would like the specialist to answer?
G Always

G Usually

G Sometimes

G Never

How often do you specify a time frame for receiving feedback from the specialist?

G Always - Go to question #14
G Usually bnd Go to question #14
G Sometimes d Go to question #14
G Never nd Go to question #15

If you specify a time frame for receiving feedback from the specialist, what do you generally do when
feedback is not received within the defined time frame?

HOME CARE: The following questions ask about your experience with home care services. (If your response to question
#17 was “no,” skip this section and go to question #21.)

15.

When a child in your practice requires home care, how often is the referral initiated by you?

G Always bnd Go to question #17
G Usually - Go to question #17
G Sometimes - Go to question #16
G Never - Go to question #16
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16. Who typically initiates referrals for home care?

17. How often do you participate in the development of home care plans for children in your practice?

G Always
G Usually
G Sometimes
G Never
18. Do you typically have any ongoing communication with home care providers?
G Yes - Go to question #19
G No nd Go to question #20

19. Under what circumstances do you communicate with home care providers? (Check all that apply.)

G To sign insurance authorization requests
G To update information or answer medical question about the child
G Other (describe:)

20. Who typically monitors the implementation of home care plans?

COORDINATION OF CARE: The following questions address coordination of care. For purposes of this survey, care
coordination includes: making referral appointments; following up on referrals; ensuring that different providers receive
information they need regarding the child’s well-being; ensuring that parents receive information they need; and other tasks
related to the organization, rather than the provision of care.

21. Which, if any, of the following care coordination strategies do you ever rely on? (Indicate your response by
writing Y for “yes” and N for “no” on the corresponding line.)

Care Coordination By: Strategy Relied On?
YIN

PCC

Office Nurse

Medical Technician
Subspecialist

Clinical Social Worker

State Agency Case Management
Home Care Agency

Parents

Other (describe below:)

—Se@~oaoop

22. Of the care coordination strategies listed above (in question #21), on which one(s) do you rely most often?

INFORMATION: The following questions ask about seeking certain types of information related to the care of children with
special health care needs.
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23. Haveyou ever sought clinical information related to the care of a child with special health care needs from
any of the following sources? (Indicate your response by writing Y for “yes” and N for “no” on the corresponding line.
If your response is “yes,” indicate whether or not the information/source was readily accessible and helpful.)

Have You Sought Was it Readily Was it
Information? Accessible? Helpful?
Source YIN YIN YIN

Colleagues within practice

On-line medical sources
Subspecialist that child was referred
Diagnosis related agency

Medical library

DPH/UMass FIRST Program

Family TIES

Other (describe below):

STe oo oy

24. Have you ever used any of the sources listed above (in question #23) to obtain materials for parents of

children with special health care needs?
G Yes - Go to question #25
G No nd Go to question #26

25.  Which source(s) did you use? (Choose from those sources listed in question #23.)

26. Haveyou ever sought non-clinical information related to the care of a child with special health care needs,
such as information on SSI or on recreational programs, from any of the following sources? (Indicate your
response by writing Y for “yes” and N for “no” on the corresponding line. If your response is “yes,” indicate whether or
not the information/source was readily accessible and helpful.)

Have You Sought Was it Readily Was it
Information? Accessible? Helpful?

Source YIN YIN Y/N
a. Public or medical library _ _ -
b. The Information Center (ICID) - N -
c. DPH Hotline - - -
d. New England Index - - -
e. Early Intervention - - -
f. Schools - - -
g. Family TIES I - R
h.

Other (describe below):

YOUR VIEWS: The following questions ask about your satisfaction with different aspects of caring for children with special
health care needs.

27. How satisfied are you with the relationships you have to parents of your patients with special health care

needs?

G Very Satisfied

G Somewhat Satisfied
G Somewhat Dissatisfied
G Very Dissatisfied
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28.

29.

30.

31.

32.

33.

What factors do you feel contribute to rewarding relationships with parents of children with special health
care needs?

Do an factors particularly impede rewarding relationships with parents of children with special health care
needs?

How satisfied are you with the relationships you have with specialists to whom you refer children with
special health care needs?

G Very Satisfied

G Somewhat Satisfied
G Somewhat Dissatisfied
G Very Dissatisfied

What factors do you feel contribute to rewarding relationships with specialists ?

Do any factors particularly impede rewarding relationships with specialists?

How satisfied are you with your role as a Primary Care Clinician for children with special health care
needs?

Very Satisfied

Somewhat Satisfied

Somewhat Dissatisfied

Very Dissatisfied

OO0
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34.

35.

36.

37.

38.

What factors do you feel contribute to your satisfaction in providing primary care to children with special
health care needs?

What factors do you feel make it difficult to provide primary care to children with special health care
needs?

Do you have any further insights that you feel are important for us to understand in shaping a system of
care for children with special health care needs enrolled in MassHealth Managed Care?

G Yes nd Go to question #37

G No - Go to question #38

Please list as many points as you feel are important.

We will be preparing a report of our findings from this survey. Would you like to receive a copy? (If so,
please write your name and address in the space provided on the next page.)

G Yes

G No
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39. Would you like to receive information on any of the programs mentioned in this survey? If so, would you
like a general information packet on services for children with special health care needs, or information on
a particular program? (Please write your name and address in the space provided on the next page if you would like to
receive information.)

G No, | do not wish to receive any additional information at this time.
G Yes, please send me a packet of general information.
G Yes, please send me information on the following program(s):

41. Would you be willing to consider participation in further efforts to gather information, such as focus
groups? (If so, please write your name, address and telephone number in the space provided on the next page.)
Yes
G No

Thank you very much for your time. The information you have provided will be of enormous help to us in
enhancing care for children with special health care needs.

If you would like to receive additional information, or are willing to consider participation in further efforts to
gather information, such as focus groups, please complete the following information:

Name:

Address:

Phone:
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MANAGED CARE FOR CHILDREN WITH SPECIAL HEALTH NEEDS:
PARENT SURVEY

For section A, please read each statement and check all the boxes that apply to your child with special health care

needs.

Questions 1-2 ask about your child’s condition.

How would you describe your child’s current special health care needs?
G My child has physical limitations such as walking.
G My child requires help with every day activities such as eating, dressing, or bathing that most children of the same age

can do for themselves.

G My child has more difficulty with social relationships than most children of the same age.

Which of the following does your child currently use?

The Early Intervention Program
Home health care such as home nursing

Special diet

OO0 0000

ventilator, or nebulizer

Specialized chair or bathtubs, wheelchairs, or other

durable medical equipment or assistive devices
Regular (daily or weekly) prescription medications

Medical technology such as G-tube, tracheostomy

Physical, occupational, and/or speech therapy(ies) G

O 000

Personal care assistance: help with bathing,
preparing meals, or other personal activities from
someone who is not a family member or friend
Mental health services

Ongoing care from medical specialists

Frequent visits to doctors as compared to other
children of the same age

None of the above

For sections B-F, check only one box that best describes your experience with your child’s primary care doctor. This is

the person you were asked to choose when your child was enrolled in MassHealth Managed Care.

Questions 3-8 ask about the medical care your
child receives.

When my child has a medical need, the person
that I call is my child’s primary care doctor.

G Always G Sometimes

G Usually G Never

My child’s primary care doctor is easy to reach.
G Always G Sometimes
G Usually G Never

My child’s primary care doctor understands
his/her special health care needs.

G Always G Sometimes

G Usually G Never

My child’s primary care doctor helps me
understand how my child’s development and
social needs change over time.

G Always G Sometimes

G Usually G Never

My child’s primary care doctor responds to my
child’s health problems in a reasonable amount
of time.

G Always G

G Usually G

Sometimes
Never

8.

10.
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| am satisfied with the way my child’s primary

care doctor provides medical care for my child
with special health care needs

G Very G Somewhat
Satisfied Dissatisfied

G Somewhat G Very
Satisfied Dissatisfied

Questions 9-18 ask about how your child’s
primary care doctor coordinates all the
medical services (primary care, specialty care,

therapies, hospitalization, home care) that your
child uses.

My child’s primary care doctor listens to me
when | feel my child needs specialty care.
G Always G Sometimes

G Usually G Never

G My child has not needed speciality care.

When my child’s primary care doctor
determines a need for specialty care, s/he
makes the referral in a reasonable amount of
time.

G Always G Sometimes

G Usually G Never

G My child has not needed speciality care.



11.

12.

13.

14.

15.

16.

17.

18.

My child’s primary care doctor makes referrals
to specialists who understand my child’s
special health care needs.

G Always G Sometimes

G Usually G Never

G My child has not needed referrals.

My child’s primary care doctor does a good job
coordinating referrals.

G Always G Sometimes

G Usually G Never

G My child has not needed referrals.

When my child needs hospitalization, my
child’s primary care doctor stays involved with
his/her care.

G Always G Sometimes

G Usually G Never

G My child has not been hospitalized.

My child’s primary care doctor plays an active
role in the discharge planning while my child is

hospitalized.
G Always G Sometimes
G Usually G Never

G My child has not been hospitalized.

My child’s primary care doctor or other office
staff makes arrangements for home care
when it is needed.

G Always G Sometimes

G  Usually G Never

G My child has not needed home care.

My child’s primary care doctor or other office
staff communicates regularly with home care
providers about the care my child receives.
G Always G Sometimes

G Usually G Never

G My child has not needed home care.

When | request it, my child’s primary care
doctor communicates with the staff of my
child’s early intervention program or school.
G Always G Sometimes

G Usually G Never

G | have not made this request.

| am satisfied with the way my child’s primary
care doctor coordinates all the medical care
that my child receives.

G Very G Somewhat
Satisfied Dissatisfied

G Somewhat G Very
Satisfied Dissatisfied

Questions 19-30 ask about the support you
receive to participate in the care of your child.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.
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The medical treatments that my child needs
are explained to me by my child’s primary care
doctor in a way that | can understand.

G Always G Sometimes

G Usually G Never

My child’s primary care doctor encourages me
to ask questions about the care my child

receives.
G Always G
G Usually G

Sometimes
Never

My child’s primary care doctor takes enough
time to answer my questions.
G Always G
G Usually G

Sometimes
Never

My child’s primary care doctor asks my opinion
on my child’s health and development.

G Always G Sometimes

G Usually G Never

My child’s primary care doctor communicates
my views to others involved in my child’s care.
G Always G Sometimes

G Usually G Never

My child’s primary care doctor pays attention to
my opinion of other providers to whom my
child has been referred.

G Always G  Sometimes

G Usually G Never

G My child has not been referred.

My child’s primary care doctor makes me feel
that | am part of the team involved in my child’s
care.

G Always G
G Usually G

Sometimes
Never

My child’s specialists support my role as a
member of the team involved in my child’s
care.

G Always G Sometimes
G Usually G Never

G My child has not needed specialty care.

When a decision has to be made about my
child’s care, my opinions are respected by my
child’s primary care doctor.
G Always G
G Usually G

Sometimes
Never

When a decision has to be made about my
child’s care, my opinions are respected by the

specialists.
G  Always G Sometimes
G Usually G Never

G My child has not needed specialty care.



29.

30.

31.

32.

33.

34.

35.

36.

| have received enough training on any medical
procedures | need to do for my child at home.
G Always G Sometimes

G Usually G Never

37.

G My child has not needed any medical procedures

at home.

| am satisfied with the support | receive for my
role in providing care for my child with special
health care needs.

G Very G Somewhat
Satisfied Dissatisfied

G Somewhat G Very
Satisfied Dissatisfied

Questions 31-39 ask about information you
need to make sure your child gets the best

possible care.

I can get information on my child’s conditions.
G Always G Sometimes

G Usually G Never

G | have not needed this information.

| can get information on my child’s
developmental needs.

G Always G Sometimes
G Usually G Never

G | have not needed this information.

| can get information on diagnostic procedures
or tests performed on my child.

G Always G Sometimes

G Usually G Never

G I have not needed this information.

| can get information on research and the latest
medical discoveries related to my child’s
special needs.

G Always G Sometimes

G Usually G Never

G | have not needed this information.

| can get information on MassHealth Managed
Care enrollment procedures.

G Always G Sometimes

G Usually G Never

G | have not needed this information.

| can get information on my rights within
MassHealth Managed Care if | have a problem
or disagree with my child’s primary care
doctor.

G Always G Sometimes

G Usually G Never

G I have not needed this information.

38.

39.

40.

41.

42.

43.

44,
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I can get information on MassHealth Managed
Care benefits.

G  Always G Sometimes

G Usually G Never

G | have not needed this information.

I can get information on other programs that
might help my child or family.

G Always G Sometimes

G Usually G Never

G I have not needed this information.

| am satisfied with information I receive on
medical care for my child with special health
care needs.

G Very G Somewhat
Satisfied Dissatisfied

G Somewhat G Very
Satisfied Dissatisfied

Questions 40-47 ask about emotional and other
kinds of help available to your family.

How easy was it to get mental health
counseling for your child with special health
care needs?

G  Very Easy G Somewhat Difficult
G Somewhat Easy G Very Easy

G Have not tried to get counseling.

How easy was it to get mental health
counseling for yourself?

G  Very Easy G Somewhat Difficult
G Somewhat Easy G Very Easy

G Have not tried to get counseling.

How easy was it to get mental health
counseling for your other children?

G  Very Easy G  Somewhat Difficult
G Somewhat Easy G  Very Easy

G Have not tried to get counseling.

How easy was it to find family-to-family support
groups?

G Very Easy G Somewhat Difficult
G Somewhat Easy G  Very Difficult

G Have not tried to find family-to-family support

How easy was it to get help coordinating
different medical appointments and therapies
that your child may need?

G  Very Easy G Somewhat Difficult
G Somewhat Easy G  Very Difficult

G Have not tried to get help



45,

46.

47.

48.

How easy was it to get help finding and
arranging respite care?

G  Very Easy G Somewhat Difficult
G Somewhat Easy G Very Easy

G Have not tried to get help

How easy was it to get support with school
enrollment or early intervention services?

G  Very Easy G Somewhat Difficult
G Somewhat Easy G  Very Difficult

G Have not tried to get support

| am satisfied with support that is available to
help me provide care for my child with special
health care needs.

G Very G Somewhat
Satisfied Dissatisfied

G Somewhat G Very
Satisfied Dissatisfied

Questions 48-50 ask your opinions about the
care your child receives.

What makes you happy about the medical care
your child receives?

49.

What makes you upset about the medical care
your child receives?

50.

What would you like to improve about the way
your child’s care is provided?

51.
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How long has your child been with his/her
current primary care doctor?
month(s)



OVERALL FINDINGS OF NEEDS ASSESSMENT

An analysis and integration of survey and focus
group data revealed overall satisfaction of families and
primary care clinicians (PCCs) of children with special
health care needs to be generally high. However, when
satisfaction with different aspects of care is compared,
both families and PCCs reported being less satisfied in
some areas than in others. These areas, information,
family supports, and coordination of care (in particular,
coordination of care regarding home health services,
hospitalization and discharge planning, and school health
services) were identified by both families and PCCs as
areas that present opportunities for improvement.

This summary report includes key findings of the
family needs assessment, followed by key findings of the
primary care clinician needs assessment.

FAMILY NEEDS ASSESSMENT

Three hundred twenty-one family surveys were
completed, and four family focus groups were held.
Tables I-1V describe key survey findings. Table V is a
summary of the family needs assessment and incorporates
key findings of both the survey and focus groups.

The family survey measured overall parent
satisfaction in five different areas of care. Table |
describes the responses to the five overall satisfaction
questions. Most respondents reported being satisfied in
most areas in most areas measured. However, when
comparing the responses to the overall satisfaction
guestions, we see that the provision of information and the
availability of supports to help parents care for their
children with special health care needs stand out as areas
in which fewer parents reported themselves “very
satisfied.” This comparison, in conjunction with the
knowledge that patient satisfaction surveys generally
reflect a somewhat positive or favorable bias, suggests
that the provision of information and availability of family
supports are areas that may benefit from improvement.

Parents reported some types of information and
supports to be more accessible than others. Tables Il and
111 list parents’ ratings of the accessibility of different types
of information and supports.

Although overall satisfaction with primary care
physicians’ coordination of medical care was high (94%),
respondents reported primary care physician involvement
to be low in several critical areas of care coordination:

discharge planning, home care, and school health services.

These areas are highlighted in Table IV. These responses
are in striking contrast to the responses in other areas
measured regarding the primary care physician’s role in

care coordination. Other areas of care coordination
measured revealed primary care physician involvement to
be always/usually present for at least 87% of

respondents.

One suggested explanation for parents’ high level of
overall satisfaction with primary care physicians’
coordination of medical care, despite low primary care
physician involvement in these areas, is that parents may
not view communication and coordination with hospital
discharge planning, home care, and schools as part of the
role of their child’s primary care physician and therefore do
not attribute them as contributing to their satisfaction (or
dissatisfaction) with the way in which the primary care
physician coordinates their child’s care.

In order to gain further insights regarding the problems
of information, support, and care coordination, parents
were asked to elaborate on these areas in focus groups.
Highlights of the focus group discussions are described in
Table V (on the following page), along with a summary of
key findings from the parent survey.

Summary of Family Needs Assessment

Parents of children with special health care needs
identified the availability and accessibility of information,
family supports and care coordination, particularly
coordination of care surrounding hospitalization, discharge
planning, home care and school health services, as areas
that could benefit from improvement. Focus group
discussions confirmed these survey findings. They also
provided anecdotal information from parents about
concerns regarding uncovered or under-covered services.
Areas in which parents felt there to be gaps in services
included durable medical equipment; dental health services;
mental health services; transportation; and interpreter
services.

The problems of family supports and gaps in services
are not unrelated to those of information and care
coordination. Interventions that improve the dissemination
of information to both families and primary care physicians
may also address the problem of limited access to family
supports and perceived gaps in services.

PRIMARY CARE CLINICIAN NEEDS ASSESSMENT

Surveys were received from 285 PCCs: 194 surveys
were used for analysis. (91 PCCs were not eligible to
complete the entire survey and were therefore excluded
from analysis.) Two PCC focus groups were held. Table
VI describes selected survey results. Table VII
summarizes the PCC needs assessment by incorporating
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key findings of both the survey and focus groups.

Overall PCC satisfaction in three areas measured by
the survey was high. Most respondents reported being
satisfied in most of the specific areas measured. In
general, respondents reported that “making a difference,”
and watching a patient progress, grow and develop were
key factors contributing to their satisfaction. However,
when probed, several areas emerged as areas in which
there is room for improvement. Table VI includes a
summary of these findings.

Primary Care Clinicians identified several areas of
care that could benefit from improvement. The areas
identified were those related to care coordination and
information regarding the care of children with special
health care needs. A summary of key findings of the PCC
needs assessment, highlighting PCC concerns, is
presented in Table VII.

Summary of PCC Needs Assessment

PCCs identified coordination of care of children with
special health care needs, mostly related to the provision of
home care services, hospital discharge planning,
specialists, schools and parents, as an area in need of
improvement. Coordination of care was described as
particularly difficult for those children with multiple needs
who are serviced by many agencies. PCCs also identified
a lack of information--or difficulty in accessing information--
regarding the care of children with special health care
needs as a problem both for themselves and for parents.

In addition, PCCs reported a concern that time limitations
prevent them from meeting all of the needs of the child and
family. Interventions that improve the dissemination of
information and strategies to improve care coordination
may, in fact, reduce this problem of time limitations.

TABLE 1. SURVEY FINDINGS ON OVERALL PARENT SATISFACTION

Satisfaction with... Very Somewhat Somewhat Very
Satisfied Satisfied Dissatisfied Dissatisfied

The way in which their child’s primary care physician 71% 23% 4% 2%
provides medical care
The way in which child’s primary care physician coordinates 71% 23% 4% 2%
the medical care their child receives
Support parent receives for their role in caring for their child 70% 22% 6% 2%
with special health care needs
Information parent receives on medical care for their child 56% 31% 9% 4%
with special health care needs
Support available to help parent provide care for their child 53% 31% 10% 6%
with special health care needs
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TABLE 2. SURVEY FINDINGS ON PARENT INFORMATION

Type of Information: Frequency with which Parent can Always/ Sometimes/
Obtain Information If Needed Usually Never
Information on child’s conditions 87% 13%
Information on child’s developmental needs 87% 13%
Information on diagnostic procedures or tests performed on child 86% 14%
Information on MassHealth Managed Care enroliment procedures 71% 29%
Information on rights within MassHealth Managed Care if parent has a problem or disagrees 71% 29%
with child’s physician
Information on MassHealth Managed Care benefits 70% 30%
Information on research and latest medical discoveries related to child’s special health care 68% 32%
needs
Information on other programs that might help their child or family 60% 40%
TABLE 3. SURVEY FINDINGS ON FAMILY SUPPORTS
Type of Support: Ease or Difficulty with which Parent can Very/ Very/
Find and Obtain Support If Needed Somewhat Somewhat
Easy Difficult
Mental health counseling for other children in the family 80% 20%
Mental health counseling for parent 78% 22%
Support with school enroliment or early intervention services 78% 22%
Assistance coordinating different medical appointments and therapies that child may need 78% 22%
Mental health counseling for child with special health care needs 74% 26%
Locating family-to-family support groups 70% 30%
Assistance finding and arranging for respite care 68% 32%
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TABLE 4. SURVEY FINDINGS ON COORDINATION OF CARE

Area of Care Coordination: Frequency of Primary Always/ Sometimes/

Care Physician Involvement Usually Never
Communication with School or Early Intervention Program: when requested to do so by parent, 73% 27%
primary care physician communicates with staff of child’s early intervention program or school
Discharge Planning: primary care physician plays an active role in the discharge planning 72% 28%
process when child is hospitalized
Home Care: primary care physician (or staff) makes arrangements for home care when it is 70% 30%
needed
Communication with Home Care Providers: primary care physician (or staff) communications 67% 33%

regularly with home care providers about the care child receives
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TABLE 5. SUMMARY OF FAMILY NEEDS ASSESSMENT

Issue

Survey Findings

Focus Group Findings

Information

Types of information parents have needed but
had the most difficulty obtaining include
information on:

« research and the latest medical discoveries
related to their child with special health care
needs

« MassHealth Managed Care enroliment
procedures, benefits and rights

« other programs that might help their child or
family

Several parents identified the need for all information

to be simplified so that more parents could

understand it. Types of information noted include:

« medical information

« information on other services for their child or
family

« information on benefits

Family Support

Types of supports parents have needed but

have had difficulty obtaining include:

« mental health counseling services (for their
child with special needs, for themselves, or
for their other children)

« family-to-family support groups

e respite care

¢ assistance coordinating medical appointments

« support with school enroliment or early
intervention services

Several parents recommended that parents have a

Parent/Patient Advocate to provide support. Again,

they referred to problems with school health

services. The role of the Advocate would be:

« to assist parents at school team meetings in order
to ensure that their child’s rights are supported

« to monitor the services the school provides in
order to ensure that services are rendered and
the recommended treatment plan is followed

Care
Coordination

Specific areas of care coordination that need
improvement include:

« hospital discharge planning

* home care

« school health services

Focus group participants consistently mentioned
school health services as a major problem. Problems
noted included availability of services as well as
parents’ limited knowledge of services actually
provided to their children.

Focus group discussions confirmed that, while many
parents are unhappy with coordination and
information related to school health services, they do
not necessarily expect their child’s primary care
physician to play a role in coordinating their child’s
treatment at school.
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TABLE 6. SURVEY FINDINGS ON PCC SATISFACTION

Satisfaction with... Very Somew Somewhat Very Most Common Factors Associated
Satisfie hat Dissatisfie Dissatisfie with Dissatisfaction
d Satisfied d d

The relationships PCC 57% 35% 7% 1% time constraints

has with parents of poor communication

patients with special uncooperative families/failure of

health care needs families to keep appointments and
follow through
stressed parents

The relationships PCC 45% 49% 6% 0% lack of communication

has with specialists to inaccessibility

whom they refer lack of teamwork and cooperation

children with special difficulty in coordination of care

health care needs

Their role as a Primary 36% 53% 11% 0% time constraints (33% reported that

Care Clinician for
children with special
health care needs

time constraints made providing
primary care to children with special
health care needs difficult)

red tape/paperwork

insurance company rules and
restrictions

lack of services/programs

lack of financial reimbursement
inability to coordinate multiple
providers
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TABLE 7. SUMMARY OF PCC NEEDS ASSESSMENT

Issue

Key Survey and Focus Group Findings

Coordination with
Specialists

27% of survey respondents reported that, when they make a referral to a specialist, they
sometimes or never identify specific questions they want the specialist to answer

42% of survey respondents reported that they never specify a time frame for receiving
feedback from specialists

Lack of communication and delayed feedback by specialists were reported as problems often
encountered by focus group participants

Focus group participants noted that problems arise when specialists refer their patients to other
specialists without the PCC’s knowledge

Coordination with
Home Care and
Hospital Discharge
Planning

53% of survey respondents reported that they sometimes or never participate in the
development of home care plans for children with special health care needs; 10% reported they
always participate in home care plan development

34% of survey respondents reported that, when a child in their practice requires home care, the
referral is only sometimes initiated by them. Hospitals were reported as a common source of the
home care referral.

Some focus group participants felt that the home care system works well for children with

acute needs, but is more problematic for children with chronic, complex conditions. Their feeling
was that these children require an exceptional amount of time to coordinate all of their various
needs.

Focus group participants reported burdensome paperwork and high turnover in home care
agencies as causing a large drain on PCCs’ time. Turnover in home care agencies resulted in
little communication between old and new caregivers, presenting PCCs with a greater challenge
obtaining information about their patient

Coordination with
Schools

In focus group discussion, participants noted that coordination with school health services is a

major challenge. Their concerns included:

- insufficient school personnel or resources to meet the needs of children with special health
care needs

- di